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ABSTRACT 
Background  
The prevalence of mental health issues for people with intellectual disability is purported to 
be up to 40% compared with a 20% prevalence rate in the non-intellectually disabled 
population.  The history of care for this group reveals long term stays in psychiatric or 
intellectual disability institutions. Since deinstitutionalisation most people with intellectual 
disability now live within community settings. They are however regular consumers of 
inpatient mental health services. Mental health services have progressed also since 
deinstitutionalisation and care is now focussed on the short term specialist care to meet 
the needs of consumers.  Conversely, inpatient mental health care of people with 
intellectual disability is frequently complicated requiring longer admissions and highly 
specialised care strategies. Nurses in these settings are required to respond to numerous 
complex and challenging situations with minimal evidence to guide their practice. 
Research in this field is increasing however it is more often focussed on debates regarding 
where to provide care – specialist or generic services.  A review of the literature in regard 
to the nursing care in this field revealed a great deal of theoretical and anecdotal 
knowledge but a paucity of empirical research.  There is extensive advocacy for more 
qualitative research methodologies to identify the views and experiences of all persons 
involved in care relationships in order to contribute to future care strategies in this field. By 
understanding patients and carers needs nurses can be equipped with the knowledge and 
skills to provide evidenced based care.   
Aim  
This research aimed to explore inpatient mental health nursing care for people with 
intellectual disability and mental health issues from the perspective of the three key parties 
to the care relationship: 1) people with intellectual disability and mental health issues; 2) 
carers of people with intellectual disability and mental health issues; and, 3) nurses who 
work in inpatient mental health settings caring for people with intellectual disability. The 
outcome was to develop a model of nursing care informed by the comprehensive set of 
findings. 
 
Research Design  
This qualitative study undertaken in New Zealand/Aotearoa utilised the fundamentals of an 
Appreciative Inquiry methodology to explore inpatient care as constructed by 
aforementioned participants. Appreciative Inquiry looks at how participants describe 
positive experiences within the field of study. This is elucidated through enquiries into a 
‘what works well’ paradigm.  
There are four ‘Phases’ within an Appreciative Inquiry design. Given the diversity of each 
cohort, Phase one data termed ‘Discovery’, explored positive experiences of participants. 
Data from all three cohorts were collected and analysed separately utilising the 
Leximancer online analytical tool to identify key themes. Leximancer is a data mining tool 
that draws out themes, concepts and semantic relationships within the data. Phase two 
data sought ‘Dreams’ or visions for the future. The data from all three cohorts was this time 
amalgamated and thematically analysed to identify common themes. For Phase three, 
‘Design’, a subset of participants from each cohort formed a collaborative. This subgroup 
contemplated and guided strategies for future care informed by the earlier findings.  Phase 
four of the methodology was the ‘Destiny’ phase where the model of care for the future 
was elucidated. 
Results  
Results from Phase one revealed ten themes.  Themes from cohort one (n=9) were 
‘meaningful activity’, ‘emotion focussed care’ and ‘feeling safe’. Cohort two (n=9) revealed 
themes around ‘the role of the nurse’, ‘talking matters’ and ‘managing feelings’. For cohort 
three (n=13) themes included ‘contextualising behaviour’, ‘communication – core or 
specialised’, ‘confidence to care’ and ‘it takes time’.   From each of these themes a range 
of ‘Purposeful strategies’ were derived to inform nursing care. These strategies are broadly 
framed in regard to 1) communication 2) relationships and 3) innovative care approaches. 
Phase two revealed aspects of care that participants desired for the best way forward in 
service provision and care; their visions.  Broadly these included recommendations around 
i) service provision ii) knowledge and understanding and iii) the supportive environment. 
Phase three with the collaborative subgroup (n=4) validated and reflected findings to 
inform the development of Taua’s Multidimensional Integrated Framework of Care (Phase 
four).  
The framework begins with the fundamental skills and strategies inherent in nursing care, 
labelled as ‘Embedded strategies’. Also embedded are the collaborations between the 
various parties to the care relationships, (the Community of Care). Following these is the 
aforementioned ‘Purposeful Strategies’. The final outcome of the Framework are the ‘Five 
C nursing attributes’ which reveals  a nurse that is able to practice in a Collaborative way, 
is Confident, considers the Context of each situation, is Creative in responding to complex 
needs and has Communication skills to best meet the needs of people with intellectual 
disability and mental health issues.    
Conclusion 
Contemporary mental health inpatient care for people with intellectual disability is a 
complex area of care. Nurses in inpatient mental health units work hard to respond to the 
complex and unique requirements for individuals with intellectual disability. Provision of 
care extends to their carers. To date, this has occurred in the absence of a clear 
framework to guide their practice. Taua’s Multidimensional Integrated Framework of Care 
developed in this study provides evidence to deliver comprehensive, person-centred, 
inpatient mental health nursing care for people with intellectual disabilities and mental 
health issues.  
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CHAPTER ONE INTRODUCTION AND BACKGROUND 
Newton and the apple. Freud and anxiety. Jung and dreams. Piaget and his children. Darwin 
and Galapagos tortoises. Marx and England’s factories. Whyte and street corners. What are 
you obsessed with? 
Halcolm (cited by Patton, 2002) 
 
Introduction 
Herein begins the journey 
In this chapter I will provide the personal background and contemplations that set the 
scene for this study before specifying the focus and structure of this thesis. After this 
introduction, I will reflect upon the relevance of the subject that informed my research aims 
and questions. Finally, I will give a general overview of the structure of my thesis. 
Personal beginnings 
The roots of this study are embedded in my work as a mental health nurse who spent 
many years in clinical practice with eight of those years in a ‘dual diagnosis’ facility for 
people with intellectual disability (ID) and mental health issues. [NB: the term dual 
diagnosis is also used more often in the area of mental illness and addictions and for this 
reason I have chosen not to use the term in the remainder of this thesis and will instead 
refer to people with ID and mental health issues]. During my years as a clinical specialist in 
that field I struggled often seeking to respond effectively to the multiple complexities faced 
in nursing people with ID and mental health issues. I arrived to this setting with many years 
of experience in generic mental health settings. From this I felt a degree of confidence in 
undertaking comprehensive mental health assessments to understand and formulate care 
planning for patients within the inpatient setting. However the move to the specialist facility 
for people with ID and mental health issues presented many diverse and complex 
obstacles I had not expected. My experience had already shown me that inpatient mental 
health nursing relies on some fairly typical symptomatology being presented as well as the 
ability to gather a great deal of subjective data to augment observation data. What I soon 
found out was that individuals with ID were not so typical when it comes to the experience 
or expressions of mental illness. In fact presentations were more often than not atypical 
and further confounded with different ways of communication, limitations in communication 
to no ability to verbally communicate. Therein lay the challenges which I faced with a great 
 2 
deal of interest at times and at other times frustration and confusion. During those years, I 
searched constantly for frameworks to help me manage the dilemmas that often appeared 
but soon realised that there was not a lot of evidenced based information available for this 
specialist field of nursing.  
Since leaving the clinical field and entering nursing education I have retained an interest in 
the nursing care of this population. I embarked upon a Master’s degree which was an 
ethnographic study of the culture of nursing in this field. In this study I explored the nurses’ 
role in a mental health unit for people with ID. Broad findings from that study revealed that 
nursing in that field needs to be embraced and respected as a sub-speciality, and that 
educational support for nurses, along with a clearly theorised and articulated model of 
nursing, would benefit patients and nurses alike (Taua & Farrow, 2009).  
My interest in this field and particular concern regarding the minimal evidence for effective 
nursing practice and models of care has led me to this study. What I soon realised on 
embarking on this line of  inquiry was that to truly explore  what effective nursing might 
mean it was important to ask not only those who deliver nursing care but also those who 
are recipients of nursing care. Therefore there are three groups of participants targeted to 
participate in this study, the nurses, the patients, and those who support those patients in 
their everyday life. These three cohorts will be further elucidated in the next chapter.  
Chapter contents 
Chapter one which is this chapter has been written to set the scene from a personal 
stance. It highlights my obsession around an area of nursing that has received minimal 
attention in the wider mental health research arena. It also describes the journey ahead in 
regard to negotiating one’s way through this thesis.  
Chapter Two provides the background from a scholarly rather than personal perspective 
by exploring the epistemology of the field.  One must explore that which is known to 
identify gaps for further study. It is in this chapter that the first published article appears 
which was a literature review about the role of the nurse in the chosen field. Literature is 
explored in regard to each of the three cohorts. In identifying the gaps, the research aims 
and questions are then presented.  
Chapter Three communicates the philosophical understandings of the methodology 
Appreciative Inquiry (AI). It is in this chapter that I describe why and how I have taken an 
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AI perspective and how that perspective aligns to my epistemological and ontological 
framework. A social constructionist perspective is central to this decision and this is also 
further explained.  
Chapter Four follows chapter three in circumstance in that it provides the practicalities of 
the methodology. Methods are outlined alongside critical discussion around ethics. Two 
publications are evident in this chapter where consent was a very important consideration 
especially in regard to people with ID and mental health issues as participants informing 
the study. The first publication is the Consent Book that was used to gain consent and the 
other is a critical reflection of key consent issues that were considered with this particular 
cohort.  
Chapter Five sees the first of three findings chapters. In this chapter the voices of the 
persons with ID and mental health issues are evident. The data analysed and discussed in 
this chapter is that which was gathered from phase one of the AI model the interviews with 
this cohort.  This chapter consists of the article titled “The mental health inpatient 
experiences of adults with ID” which at this time of thesis submission has been accepted 
for publication in the International Journal of Mental Health Nursing. The final draft of the 
article is embedded within this chapter.  
Chapter Six is similar to chapter five in that it also presents data from phase one as an 
article of findings that has been submitted for review. The difference in this chapter is that 
it is the nurses’ voices that are privileged.  
Chapter Seven is the last chapter presenting findings from phase one. This is where the 
voices of the carers of people with ID are explored. These findings are presented in a 
traditional manner within the thesis as they have not yet been developed for submission. 
However these findings will also be written up for publication at a later stage to ensure the 
same privilege is applied.  
Chapter Eight concludes data analysis. It is in this chapter that the voices are considered 
in a collaborative way. It starts with a discussion around phase two of the AI model ‘the 
dream phase’ then moves onto phases three ‘design;’ and phase four ‘destiny’. To ensure 
this aspect of the study was collaborative in phase three a sub group of all three cohorts 
were bought together to guide the researcher in developing the proposed model of care 
which is phase four.  
 4 
In the final chapter (Chapter Nine) I will reflect upon my journey formulating some 
conclusions and suggestions for moving forward. It will be clear at this stage to what extent 
the research aims have been reached.   The philosophical underpinnings of AI are 
revisited at this time in reflection of the research journey. Suggestions for further research 
and recommendations for praxis conclude this study.  
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Figure 1.1: Schematic representation of the thesis 
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CHAPTER TWO LITERATURE REVIEW 
“Don't believe what your eyes are telling you. All they show is limitation. Look with your 
understanding, find out what you already know, and you'll see the way to fly.” 
Richard Bach 
 
 
Introduction 
This chapter serves to set the scene for this study by contextualising the field of care for 
people with ID and mental health issues.   It begins with a brief glance into a short history 
to understand the duality of mental health and ID before leading up to some exploration of 
what is known around contemporary care strategies in this field.  
The field of study 
Psychiatric Care 
The last century has seen a great deal of change in the understanding and treatment of 
mental illness. Service provision and care strategies have shifted from primarily 
institutional custodial settings where individuals were maintained for what was supposed 
their safety and the safety of others (Cleary, 2003; Higgins, 2004; Taua & Farrow, 2009). 
Contemporary service response now sees less restrictive community based facilities and 
acute care approaches. In Aotearoa New Zealand, large asylum type institutions have 
disappeared and specialist inpatient services are now provided (Mental Health 
Commission, 2002). In conjunction with this there has also been a philosophical shift in 
care models where once the medical model guided fundamental care in mental health we 
now see various other care models and philosophies. These tend to focus more on an 
holistic framework considering biopsychosocial needs with a strengths and recovery focus 
(Mental Health Commission, 2001).  
 
Article embedded in this chapter 
Taua, C., Hepworth, J., and Neville, C. (2012) Nurses' role in caring for people with a 
comorbidity of mental illness and ID: A literature review. International Journal of Mental 
Health Nursing 21(2): 163 – 174. 
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Care of people with intellectual disability 
Likewise the field of care for people with ID has shifted with deinstitutionalisation and 
notions around normalisation and community integration. Principles around normalisation 
as a theory first arose around mid-20th century in Scandinavia where families of people 
with ID chose to challenge systems and argue for their family members to be given the 
same rights and opportunities as those without ID (Walmsley & Johnson, 2003). Indeed 
Walmsley and Johnson (2003, p.45) cited the definition of Normalisation first espoused by 
Bank-Mikkelson in 1969 as “...letting the mentally handicapped obtain an existence as 
close to normal as possible”. It was obvious by this time that changes needed to happen 
within the institutions if the notions of normalisation were to be considered and advanced, 
however this was clearly not so easy within institutional settings. Another disability theorist 
around this time advanced the notion of normalisation to assert that normalisation meant 
“utilisation of means which are as culturally normative as possible in order to establish 
and/or maintain personal behaviours and characteristics which are as culturally normative 
as possible” (Wolfensberger, 1972, p. 28). By including the words ‘as possible’ he 
recognised that achievements of individuals with intellectual disabilities were context 
bound depending on the level of impairment, the social supports and the settings in which 
individuals were supported (Wolfensberger, 1972). Interestingly, Wolfensberger (1972) 
was never quite satisfied with the notion of normalisation realising that the essence of this 
was to suggest people with impairments should try to be the same as those without, those 
considered ‘normal’. The inference and risk was that disability or what was considered 
normal was constructed in the minds of those who were not disabled. He progressed his 
thinking to a new theory of Social Role Valorisation which in essence means that 
individuals should be able to be socially valued in society regardless of whatever their 
impairment or whatever  level of involvement they might have  (Harnett, 1997). Harnett (p. 
101) cites Wolfensberger’s statement that the most important goal was the “creation, 
support and defense of social roles for people who are at risk of social devaluation”.  
Alongside these theories was the deinstitutionalisation movement previously mentioned as 
an attempt to move people out of the institutions and into the communities.  
Merging psychiatry and intellectual disability 
Early last century psychiatric orthodoxy suggested that people with ID could not also have 
a mental illness (Deb, Thomas, & Bright, 2001; Priest & Gibbs, 2004) and any particular 
unusual presentation was determined to be only behavioural. It was not until mid-20th 
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century that there was recognition that individuals with ID could experience mental health 
issues and indeed were at an increased risk of doing so. The prevalence of mental illness 
in people with ID is never exact due to various complications in gathering data such as 
inconsistent or incorrect reporting and diagnosing. However what evidence is available 
suggests it is higher than in the general population and with some suggesting it may be as 
high as 40%, approximately double the non-intellectually disabled population (Cooper, 
Smiley, Morrison, Williamson, & Allan, 2007; Hatton & Taylor, 2008).  Whatever the 
prevalence, there is now widespread agreement that people with ID have increased risk 
factors for developing mental illness (Deb, Thomas, et al., 2001; Longo & Scior, 2004; 
Taylor, Hatton, Dixon, & Douglas, 2004). This increased vulnerability is understandable in 
light of the many contextual biological, social and psychological impacts that may be 
evident for this group (See Tables 2.1 – 2.3 adapted from Deb, Matthews, Holt and Bouras 
2001 pp 8 - 10). While these stress areas are not uncommon and can affect anyone, it is 
suggested people with ID are more likely to encounter them by the very virtue of their 
disability (Devine & Taggart, 2008; Raghaven & Patel, 2005). Given this awareness it 
seems likely that this group will be accessing mental health care relatively regularly.  
People with ID experience exactly the same types of mental health impacts and illnesses 
(e.g. psychosis, mood anxiety issues) as those without intellectual disabilities irrespective 
of functional abilities or limitations (The Department for Communities and Social Inclusion, 
2013). What is often different however is how mental illness symptoms manifest within the 
individual. There are several reasons for this including difficulties understanding or 
expressing feelings/emotions or symptomatology, unusual or different ways of presenting 
signs and symptoms, different patterning to particular symptoms, for example, rapid 
cycling in bipolar disorder which is particularly common in this population, symptoms being 
masked by medications that have been previously prescribed to manage behavioural 
issues, less sophisticated interpretation and reporting of psychiatric phenomena.  
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Table 2.1: Biological risk factors  
 
 Genetic liability: Fragile X syndrome; Prader-Willi syndrome; Williams syndrome; 
Rett syndrome; Lesch-Nyhan syndrome; Cornelia de Lange syndrome; cri-du-chat 
syndrome and other particular syndromes often associated with behavioural 
phenotypes. 
 Structural abnormality in the frontal lobe can cause apathy, social withdrawal and 
disinhibition. 
 Interaction between the environment and existing physical disabilities such as 
spasticity, or mobility problems; sensory deficits in hearing and vision; or speech and 
language difficulties may indirectly cause psychopathology. 
 Epilepsy: 14–24% people with ID have a lifetime history of epilepsy which could 
predispose to psychopathology  
 Abnormal thyroid function could predispose to psychopathology 
 Prescribed and non-prescribed drugs can cause psychopathology. 
 
 
Table 2.2: Psychological risk factors  
 
 Impaired intelligence 
 Impaired memory due to the dysfunction of the temporal lobes of the brain 
 Impaired sense of judgement and lack of initiative caused by damage to frontal lobes 
 Lower thresholds for stress tolerance 
 Poor self-image 
 Immature psychological defence mechanism such as ‘regression’ when under stress  
 Inability to solve problems using abstract thinking 
 Learned dysfunctional or abnormal coping strategies (manifestation of anger under 
stressful situations) 
 Lack of emotional support 
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Table 2.3: Social Risk factors  
 
• Under- or over-stimulating environment 
• Conflicts with family members or residents or staff members 
• Issues around the lack of social support 
• Difficulties in developing fulfilling relationships 
• Problems in finding employment 
• Physical and psychological abuse 
• Lack of appropriate social exposure and patronisation by others 
• Lack of integration within the wider society, stigmatisation, and discrimination 
• Bereavement and other life events 
• Changes in the immediate environment, with the family and carers 
• Carer stress 
 
The provision of mental health care for people with intellectual disabilities in most high 
income countries, such as the United States, Canada and Australia is provided mostly 
within generic mental health services, although until more recently the United Kingdom has 
been a general exception to the rule with the provision of more specialist services  (Rose, 
Kent, & Rose, 2012).  In Aotearoa New Zealand there remains a combination of service 
delivery. A few regions continue to provide specialist dual diagnosis (ID and Psychiatric) 
services, however most areas have followed the wider trend of inpatient care in generic 
mainstream psychiatric or mental health units. Global debate continues however around 
where and what is the most appropriate way to deliver mental health care for this group. 
People with a dual diagnosis of ID and mental illness represent a diverse and special 
population that requires focussed consideration. The current evidence base for the mental 
health care for this group, while growing, is still relatively minimal and erratic in respect to 
understanding mental health service provision (Bouras & Holt, 2004; Chaplin, 2004).  
Reportedly mental health service provision for people with ID is one of the most neglected 
areas of healthcare in Australia (Mohr, Phillips, Curran, & Rymill, 2002).  Hatton and Taylor 
(2008) intimated that while research attention is increasing in this field many problems 
around detection of mental illness and effective treatment response remain.  
The closure of the large mental health institutions has resulted also in increasing demands 
for limited beds for persons who become acutely unwell (Mental Health Commission, 
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2002). This shift in philosophy between the medical model of the institutions and the 
community model of deinstitutionalisation has possibly widened the gap between mental 
health and ID services (Parmenter, 1988 cited by Mohr et al., 2002). Mohr et al., identified 
similar issues in Australia and stated there is an “expectation of mental health services that 
they provide adequate services to people with an ID [ID], but most MH [mental health] 
professionals feel ill-equipped to do so” ( 2002, p. 357). 
Consumer voices 
Contemporary health care needs to be well informed by the recipients of that care and 
research now is much more focussed on gathering the views and experiences of those 
who access care. This includes of course people with disabilities and mental health issues. 
Involving people with ID in commenting on their health care goals was found to be possible 
in one study, where the  feasibility of including  six people with ID in a larger study of 
people reviewing specific treatment goals during an inpatient care episode, was examined 
(Young & Chesson, 2006).  Participants were asked to place a score on a “Goal 
Attainment Scale” (2006, p 12). To ascertain ability to communicate at the required level in 
order to be able to respond to the survey, potential participants were given the ‘British 
Picture Vocabulary Scale’. These authors stressed that while the process for undertaking 
this research was extensive and time consuming, requiring some innovative thinking 
around data collection techniques, it was critical to gain the consumers voice. They 
suggested that too often practitioners rely on traditional research processes that may have 
been “heavily influenced by medicine” (2006, p 18).  
A qualitative study was undertaken using semi-structured interviews with 29 people with ID 
and mental health issues and 20 support carers to understand and compare their 
experiences of admission to either a generic psychiatric ward or a specialist dual diagnosis 
inpatient setting (Longo & Scior, 2004; Scior & Longo, 2005). The focus of the interview 
with the people with ID and mental illness, covered experience of treatment, admission, 
carer’s involvement, relationship with staff and other patients, the environment, discharge, 
and follow up. An interpretive phenomenological analysis was utilised to identify a number 
of themes. Differences between the two-service types, generic and specialist were evident 
with a clear link between negative experiences and generic services. The themes 
emulated previous findings on psychiatric care for people without ID, such as feelings of 
disempowerment, the need for more information, and ambivalence around medication. 
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However, it was suggested, these negative experiences might be exacerbated due to 
participants finding it even more difficult to understand information around their admission 
and treatment. The findings indicated work to be done by the services, especially generic 
psychiatric services, to improve care strategies. Suggested changes included training and 
input especially for staff in generic services, considering how and what media were 
available to provide information to people with ID re their illness and medications, and 
ensuring collaborative partnerships with their carers. Scior and Longo (2005, p 31) advised 
that using a qualitative methodology allowed them the ability to explore a “little researched 
field”. They mentioned minimal generalisability as a significant limitation due to recruiting 
from only one geographical area.  
Another study (Parkes, Samuels, Hassiotis, Lynggaard, & Hall, 2007) used a qualitative 
thematic analysis to examine data from a two phase process of undertaking interviews 
with 31 people with ID and mental health issues. Participants identified they wanted to be 
more involved in their care and the ward activities. Many described overwhelming feelings 
in attending large ward meetings as they had not expected there to be so many people in 
attendance (sometimes over 20).   The authors stated they felt positive regarding the 
possibility for people with ID to effectively describe their experiences of using inpatient 
services.   
Additional studies have been undertaken with people with ID and other disabilities in 
regard to their experiences of being admitted to general medical hospitals for medical 
treatment. One small study examined the extent they were involved in decision making 
about their general health care (Keywood & Flynn, 2003). The fundamental result was that 
many were not involved and were actually frequently denied access to some health care 
facilities. Conway’s literature review  examined evidence regarding the attitudes of nurses 
to physically disabled patients, the experiences and attitudes of the patients, the 
interactions between the nurses and the patients and the suggested outcomes and future 
directions (Conway, 1996). While the review excluded people with ID, the findings point to 
parallel issues for this group around the education/training of staff and students, and 
system issues. The need for more empirical research was indicated with recommendations 
for changes to nursing education and post training evaluation.  
Researching the experiences of people with ID regarding their care has increased over the 
last decade. Much of this has focussed on the service dichotomy related to where to 
provide care – specialist or generic - as well as critiquing the complexity of diagnosing and 
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treating mental illness in people with ID. However the movement from a medical model of 
disability care to more social models therefore implies an imperative for gaining the views 
of people with ID regarding their views of how and where they want care (Young & 
Chesson, 2006).  Contemporary quality processes in improving care require consumer 
involvement at many levels and in doing so have shown better outcomes and more 
responsive services.  
Carer voices 
Since deinstitutionalisation there have been increased expectations placed on carers in 
the community to support people with ID and/or mental health issues (Spiller & Hardy, 
2004; Williams & Mfoafo M'Carthy, 2006). For many people with ID it is obvious that they 
are reliant on support from others to ensure a good quality of life (Mansell & Beadle-
Brown, 2012). An assumption is often made because the carer has close contact with the 
person then they will have more knowledge about the person and therefore can answer all 
the questions about that person. However while carers are often around people for longer 
periods in their lives this is not always so and many carers are often intermittent in 
individuals lives, They may have just been the person on duty the day a healthcare 
professional wants information and they may not have a great deal of information to share. 
However it is also known that often it is carers who play a “vital and often lead role in the 
mental healthcare process” (Spiller & Hardy 2004, p 28) and access to effective and timely 
mental health care is often reliant on them (Costello, Bouras, & Davies, 2007).  Costello et. 
al., (2007) suggested that carers play a critical role in supporting people with dual disability 
when they are mentally unwell, citing an  estimation that support networks are able to 
successfully manage up to 95% of situations in the community. They also assert that often 
this is managed because the evidence or impact of declining mental health is often not so 
overt. This appears therefore to be a somewhat paradoxical in that the question is, is it 
because it’s not recognised or is it because the impacts in this population are less as they 
have much of their needs taken care of by others? However, despite the role that carers 
play their observations and reports are never that straight forward. Often due to the close 
relationship with the person, the carer may fail to notice subtle changes in symptoms.  
Spiller and Hardy (2004) indicated that often people with ID do not get referred to mental 
health services when the carer does not have the knowledge or awareness to recognise 
mental health symptoms. Reliance on third party reporting has important implications for 
effective and appropriate responses (Costello et al., 2007). Equally the health professional 
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may not recognise the importance of consulting the carer (Wallace & Beange, 2008). The 
study mentioned previously by Longo and Scior (2004) and Scior and Longo (2005) which 
sought the experiences of both people with ID and carers to compare their experiences of 
admission of the person with ID for mental health care, focussed on admission, treatment, 
previous experiences and admission processes. They found that carers wished to be more 
involved and consulted with more frequently.   There is literature also that talks of the 
impact on the family of caring for people with ID (Maes, Broekman, Dosen, & Nauts, 
2003). Maes et. al., (2003 p 448) refers to “family burden” as being a cause of increased 
stress and feelings of inadequacy. In general, however research on carers of people with 
ID and mental health issues has been marginal on the research agenda (Hastings, 2010).   
Nurses Voices – Publication one 
The final copy pre-publication of the published article Taua, C., Hepworth, J., and Neville, 
C. (2012). Nurses' role in caring for people with a comorbidity of mental illness and 
intellectual disability: A literature review. International Journal of Mental Health Nursing, 
21(2) 1-12, is embedded below. Its final draft is inserted here (to protect copyright). This 
article used the principles of a systematic review to explore current knowledge regarding 
nurses working with people with ID and mental health issues. Note that the labelling of 
figures and tables in this article has been adjusted from those in the publication draft in 
order to meet the convention used in this thesis.  
Publication Abstract 
 
This article examines literature on the role of the nurse caring for people with a dual 
disability of intellectual disability and mental illness. A search of the literature between 
2000 and 2010 resulted in a total of 21 articles that met inclusion criteria. Seven key 
categories of the role of the nurse were identified; (1) advocacy/health promotion 
(including working with family), (2) assessment/case management, (3) behavioural 
interventions, (4) communication, (5) leadership and the nurse’s role within the 
multidisciplinary team, (6) functions regarding medication administration and (7) 
safety/risk management. There is a paucity of research about the role of nurses working 
with people with dual disability, although a number of opinion based articles exist.  This 
article identifies a need for the role of the nurse working in dual disability to be more 
clearly articulated and the development of evidence to guide best practice.  
 
 
Keywords 
Co morbidity, intellectual disability, mental illness, nurse, role 
 15 
Published article 
Introduction 
The demand on professional performance in nursing is ever increasing in response to 
numerous factors in the current health care environment. Economic restraints and 
deinstitutionalisation resulting in the restructuring of services, together with legislative 
requirements around competency require nurses to reflect, rethink and reconstruct their 
roles (Pridding, Watkins, & Happell, 2007; Taua & Farrow, 2009). In particular, there is an 
increasing emphasis on health promotion, community care, differing access to services, 
early intervention and shorter inpatient admissions (World Health Organization & World 
Organization of Family Doctors (WONCA), 2008). Despite recognition of these changes 
there remains little empirical evidence or theory based models that describe how nurses 
working in services for people with a dual disability (hereinafter DD) of intellectual disability 
(ID) and mental illness have adjusted to these demands. As a result, the nurse’s role 
remains ill-defined resulting in potential role confusion and a lack of evidence to develop 
best practice.  
The focus of this review 
The existence of mental illness in ID is now well established in the literature (Cooper, et 
al., 2007; Hatton, 2002), and that nurses carry out the role of caring for people with DD 
during episodes of mental illness is also known (Bray, 1999; Pridding, et. al., 2007; Taua & 
Farrow, 2009). However, the multiple challenges that nurses face in responding to the 
mental health needs of this group is critical to understanding the development of best care 
(Doyle, 2000). Effective evidenced based DD nursing practice is dispersed, inadequately 
defined, and has a poor research infrastructure, yet it is required to respond to all of the 
contemporary policy and practice requirements related to both intellectual disability and 
mental health nursing (Doyle, 2000; Taua & Farrow, 2009). What is evident is that there is 
a clear absence of the articulation of the roles and responsibilities of the nurse. The 
identification of this lack of knowledge led to the aim of this review which is to answer the 
question; what are the known roles and responsibilities of nurses caring for people with 
DD?  
 
 
 16 
Literature review 
The client group 
Service provision for people with DD has shifted from traditional institutional care, where 
individuals were contained for their lifetime, to less restrictive and community-based 
approaches (Cleary, 2003; Higgins, 2004). Previous institutional care focussed on various 
ideologies including the perceived safety of self and others, minimal community resources, 
and family stigma related to having a family member with an ID. During the institutional 
era, people were diagnosed either mentally ill or intellectually disabled and it was 
commonly assumed not possible to have an ID and a comorbid mental illness (Doyle, 
2000; Gabriel, 1994).  As a result of this any presenting behavioural challenges were 
determined to be caused only by the ID, a notion referred to as ‘diagnostic overshadowing’ 
where everything about that person is attributed to the ID, and the issues around the co 
morbidity of the mental illness are missed (Deb, Thomas, & Bright, 2001; Owen & 
MacFarland, 2002). This problem has not disappeared post deinstitutionalisation. The 
resultant misdiagnosis impedes optimal access to good healthcare for people with DD. 
The traditional treatment triad of assessment, decision making and intervention is also 
complicated by the fact that many people with DD may not display typical symptomatology 
thereby presenting a challenge to nurses working in either ID or mental health specific 
services (Wallace & Beange, 2008).  
It is well documented that people with ID experience numerous co morbid health issues 
and have generally lived much shorter lives than the non-disabled population (Benson, 
2004; Bouras, 2008; Deb, et al., 2001; Owen & MacFarland, 2002). For some these 
comorbidities are caused by the very nature of the ID and/or the aetiology that causes 
specific syndromes. An example here is Down Syndrome where there is a much higher 
incidence of cardiac conditions, mental health issues, respiratory and endocrine disorders. 
As well, the increased incidence of co morbidity of mental illness may be due to the 
numerous health disparities and vulnerabilities related to biological, psychological and 
social factors that either impact them in a negative way or limit their social roles (Hardy & 
Bouras, 2002; Ouellette-Kuntz, et al., 2005; Powrie, 2001).  In recognising this, it is now 
more accepted that people with ID encounter the full range of mental health issues 
experienced by populations without ID  and indeed prevalence ranges are reported from 
25 -  40% compared with 20% in the non-ID population (Cooper, et.al., 2007; Deb, et al., 
2001; Hatton, 2002).  
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Service provision 
The co morbidity of ID and mental illness also presents a practical concern in regard to 
service provision (Bouras & Szymanski, 1997; Chaplin, 2004, 2009). In caring for people 
with DD, staff must adequately respond to multiple medical conditions, various cognitive 
and developmental complexities as well as extensive communication challenges. Genetic 
impacts often result in specific behavioural phenotypes presenting further complex care 
challenges. Therefore, identifying the most appropriate service with the right mix of 
adequately prepared staff for the role has been the topic of debate and research for more 
than three decades (Chaplin, O'Hara, Holt, & Bouras, 2009; Chaplin, 2004; Moss, Bouras, 
& Holt, 2000). The central issue is whether the assessment, care and treatment of people 
with DD is best provided in ID specific mental health services (DD services) or within the 
generic mental health system.  
Current evidence about the provision of mental health services for people with ID is 
unconvincing and erratic relying on retrospective or anecdotal reports and many 
uncontrolled studies with small numbers of participants   (Bouras & Holt, 2004; Chaplin, 
2004; Hudson & Chan, 2002).  Chaplin’s (2004) literature review found that of 27 studies 
identified only two were gold standard randomized controlled trials. He identified both a 
general absence of high quality research and no qualitative studies, expressing concern at 
the lack of evidence to guide clinicians and managers in the development of best practice 
in service provision.  
In considering the best setting for the provision of care, it is acknowledged that not all 
mental health treatment centres have dedicated DD services and many individuals are 
cared for within generic psychiatric services. For example, the White Paper on services for 
people with ID in the United Kingdom stated there was an expectation that people with DD 
should be able to access psychiatric services wherever possible (Department of Health, 
2001).   However, Chaplin (2004) maintained there was inconclusive evidence that generic 
psychiatric services best serve people with DD. In particular, anecdotal evidence has 
revealed consumer and family/carer dissatisfaction with mainstream psychiatric services 
(Raghavan, 2004). One of the key factors identified was regarding a skill deficit in generic 
mental health staff to adequately assess and treat people with a DD.  The Royal College of 
Psychiatrists (Royal College of Psychiatrists, 2003) agreed the provision of care in 
mainstream mental health services is often not viable. They also alluded to the 
complexities around behaviour particularly in people with severe disabilities to be beyond 
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the expertise of some staff. Moreover, they stressed that people with DD have a right to 
expect skilled staff caring for them.  
Furthermore, Chaplin (2004) cautioned not to make the assumption that a person with a 
DD will fit into generic mental health services and that staff working in these services have 
the skills to work with them. Chaplin recommended specific DD research be undertaken to 
understand the particular needs of people with DD, advocating the use of qualitative 
methodologies to identify the views of patients, carers and staff. Similarly, Cutler (2001) 
argued that the best placement is a DD facility because mental health facilities have 
“functional limitations” (p 610). The decision about placement for mental health care often 
depends on the service the person is already receiving and this may not always be the 
appropriate guideline; for example if the person is already in an ID service then the 
admission might not be to DD facility.  Clearly the risk here is that an incorrect diagnosis 
may be made that results in incorrect management and treatment.  
An overview of the draft of the 2001 London Learning Disability Plan in the United 
Kingdom outlined the improvements to be made to the integration of services for people 
with learning disability (Hallawell, 2001). Hallawell pointed out that specialist services 
should not be provided as a substitute for mainstream services as these should be 
available to all and specialist services should only be provided on a needs basis. 
Moreover, if people with DD were to be managed effectively through the same structures 
as others with mental illness without disability, mental health nurses would require new 
knowledge and skills.  
Dual disability nursing 
As well as the debate about the optimal provision of service, the role of nurses caring for 
people with DD is ambiguous. Whereas research about the roles and responsibilities of 
nurses working within mainstream mental health services and specific ID services is 
growing, what is known about nurses working within mental health services and caring for 
people with DD is much less apparent. The reason for this lack of research could be due to 
there being sparse specialist DD services. Yet, with the outcomes of deinstitutionalisation 
resulting in less ID specific services and the increased use of generic mental health 
services caring for people with DD, the  call in nursing literature for further role 
development and focussed engagement of mental health nurses in the care of people with 
DD is timely  (Doyle, 2000, p. 69). A literature review to explore the nursing care of people 
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with DD in acute inpatient units revealed the role of the nurse in behavioural management, 
advocacy and leadership, and the nurse as an educator with mention of the role of the 
nurse in regard to family and other team members (Pridding et. al., 2007).  This review did 
not focus specifically on literature regarding DD, incorporating more generic ID nursing 
roles.  There are expectations for nurses to have generalist skills as well as the ability to fill 
gaps when other professionals such as the social worker or the psychologist were 
unavailable (Cowman, Farrelly, & Gilheany, 2001).  When DD nursing is more closely 
examined, such as in the ethnographic study by Taua and Farrow (2009), its culture 
clearly involves numerous activities. The nurse carries out, for example, therapeutic 
communication, documentation and managing the day-to- day running of the specialist 
unit. A key finding of that study was the absence of an articulated DD focus in the nursing 
work with the suggestion that nurses “struggle to understand and define their role in an 
environment that is itself not clearly defined” (Taua & Farrow, 2009, p.  281).  
Since deinstitutionalisation, nurses within generic mental health inpatient units have seen 
major changes to the population group (Ailey, 2003). People admitted to inpatient units in 
the 21st century are often much more transient with care focussed on their recovery and 
return home. People arrive at services in crisis and the majority stay less time, and yet the 
issues presented are often more complex (Ailey, 2003). Nursing has generally adjusted 
well to this changing environment providing recovery focussed care (O'Brien, Maude, & 
Muir-Cochrane, 2009).  However, earlier models of care for people with ID responded to a 
breadth of health needs, but deinstitutionalisation has meant that many people do not 
receive specialised care nor is it delivered by staff who know them and understand their 
needs (Taua & Farrow, 2009). It is suggested therefore, given that people with DD are 
regularly admitted to generic mental health services; problems arise when mental health 
nurses’ state they do not feel adequately prepared to support people with DD and struggle 
to provide optimum care.  
Methods 
The search strategy for the literature review involved searching the electronic databases 
ProQuest, CINAHL, OVID, EBSCO health source, Medline and Psychinfo for relevant 
articles. Primary parameters for this search were English language, adults (aged 18+), and 
the dates 2000 to 2010. Articles produced prior to this date have been included in an 
extensive literature review undertaken by Pridding et al. (2007) and therefore the intention 
was not to repeat these findings.  Due to the paucity of research literature on DD nursing 
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the search was supplemented by hand searching of reference lists. Articles that related 
exclusively to children, forensic populations, disorder specific populations and older adults 
were excluded.  
The following search terms were used either individually or in a variety of combinations for 
each database: [mental retard*] OR [learning disability] OR [intellectual disability] OR 
[developmental disability] OR [comorbid*] OR [dual disability] or [dual diagnosis NOT 
alcohol NOT drug NOT addiction] AND [psych*], OR [mental] AND [nurs*] or [car*]. Initially, 
the search was to include only peer-reviewed articles and research studies, however, due 
to the aforementioned paucity, theoretical and policy articles were also included.  
Articles were evaluated to establish their relevance to the role of the nurse working within 
a setting where people with both intellectual disability [including the above terms] and 
mental illness were supported. Articles that did not meet that criterion were reconsidered if 
the terms carer, health care worker, multidisciplinary were evident or there was evidence 
that there had been an admission to an inpatient service where clearly there would be 
nursing staff.  The articles that met all criteria were then acquired.  
Articles were eligible if they met the following criteria: 
1. The health care workers discussed included nurses, and  
2. The focus was the co morbidity of ID and mental illness, and  
3. The mental healthcare of people with DD. 
The combinations of these searches produced 1261 initial titles; a flow diagram of the 
search outcomes is provided in Figure 2.1. Of the 21 articles finally reviewed less than half 
(42%) were research studies. Consequently this report also accepted articles reporting 
clinical experience, case studies and professional development as well as conceptual 
articles.  Due to the small number of relevant research articles this review was undertaken 
using systematic principles rather than as a systematic review exercise (see Figure 2.1).  
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Figure 2.1: Flow diagram of the Review using Systematic Principles 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
The main objective of this review was not to give a full description of the studies but 
provide a general overview of the key categories evident in the articles. The relevant 
information in the articles was read multiple times, analysed and classified into key 
categories (see Table 2.4) and then agreed upon by all authors. The names of the 
categories are derived from terms that were in common use within the articles.  
Results 
The results of the literature identified [in alphabetical order] (1) advocacy/health promotion 
(including working with family), 2) assessment, 3) behavioural interventions, 4) 
communication, 5) leadership and the nurses role within the multidisciplinary team, 6) 
functions regarding medication administration, and 7) safety and risk management as the 
most common categories of the nursing role.  A discussion of these categories is 
presented below. 
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Advocacy and health promotion 
The advocacy and health promotion role of the nurse is central to effective health care 
particularly in relation to the morbidity and mortality disparities faced by people with DD 
(Fisher, 2004; Higgins, 2004; Kwok, 2001; Vogel, 2007). Higgins identified the role of the 
nurse as one that is closely involved with health action planning. Assessing the 
vulnerability and need to increase protective factors for people with DD is also a crucial 
part of the nurse’s role (Hardy & Bouras, 2002). Hughes (2009) identified the nurse as 
being significant in the provision of support and advocacy to families, caregivers and the 
individual. Establishing collaborative relationships with family and significant others is 
stated as being essential to effective treatment and advocacy is pivotal to ensure access 
to appropriate services (Bush, 2003; Devine & Taggart, 2008; Encinares & Golea, 2005; 
Hardy & Bouras, 2002). Consistent with this research is Pridding et al.’s (2007) work in 
which they maintained that alongside fundamental nursing roles, the nurse has a 
responsibility to develop effective relationships with families.  
Pridding et al. (2007) explained that while the nurse is not always the most appropriate 
person to provide advocacy, due to potential power imbalances, for example, in instances 
such as compulsory admission, the nurse can promote self-advocacy in terms of an 
individual’s self-determination, provide information and assist the person to access other 
relevant agencies. While this notion is laudable, it may be, however, complicated by the 
presence of the DD.    
A literature review undertaken by Fisher (2004) examined both the health care needs and 
service accessibility for people with ID, including the identification of deficiencies in mental 
health care.  It was purported that while nurses were committed to health promotion and 
prevention they needed to ensure “aware [ness] of the existing and future health care, 
special needs and challenges” that affect people with ID (Fisher, 2004, p. 49).  Devine and 
Taggart (2008, p.46) also mentioned the role of the nurse in the promotion of positive 
mental health for people with ID by ensuring that care is; “person centred and inclusive.” 
Cutler (2001) contended nurses are skilled in the area of patient advocacy. She goes on to 
propose that nurses working in this area in advanced roles have the “potential to impact 
systems of care by serving in managerial roles and as members of advisory and policy 
making boards” (p 616). This managerial form of advocacy is reinforced by Pridding et al., 
(2007) who maintained that nurses must extend their role into service coordination. Kwok 
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(2001, p 23) referred to the importance of nurses in DD particularly in regard to their role in 
advising “appropriate standards of care”.  
Assessment /case management 
Given that DD is a complex area it is reasonable to expect nurses to have specialized 
knowledge and skills (Higgins, 2004; Slevin, McConkey, Truesdale-Kennedy, & Taggart, 
2008; Vogel, 2007; Xenitidis, et al., 2004).  It is nurses who are with patients 24 hours a 
day and therefore are best placed to recognise the subtle changes and symptomatology 
that might indicate mental health issues (Vogel, 2007). Ailey (2003) highlighted the 
fundamental importance of the role of effective nursing assessment in recognising the 
barriers to mental health care suggesting that the nursing process is fundamental to 
thorough assessment. Devine and Taggart (2008) and Taua and Farrow (2009) 
emphasised the importance of nurses having the skills to identify and report key issues 
regarding a person’s mental health status, not least because they maintain that 
psychiatrists rely on nurses’ reports. 
However, a contemporary evidence-based assessment framework to guide nursing care in 
DD is absent in the literature. Such a framework would be considered part of the ‘Nursing 
Process’ which draws on both what is known and clinical decision making. The nurse 
undertakes an assessment, which includes communication with the person and this 
informs nursing care diagnoses, a set of interventions and evaluation (Tomey & Alligood, 
2006). This assessment framework is not to be confused with the assessment tools that 
are used as for clinical illness related diagnostics for example the PASS-ADD (Moss, 
2002) an “instrument designed to identify psychiatric symptoms in people with ID” (Holden 
& Gitlesen, 2004, p 556). The problem with the use of specific assessment frameworks for 
assessing mental health needs with people with DD is that they are often reliant on 
subjective information from the patient and that is not always possible to obtain (Taua & 
Farrow, 2009).  
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Table 2.4: Common categories of role identified from review articles 
Author Article type Categories of role identified from review  articles 
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1. Ailey 2003 Discussion paper        
2. Bush 2003 Editorial        
3. Campbell 2011 Research        
4. Cutler 2001 Discussion paper        
5. Devine and Taggart 2008 Professional development paper        
6. Dosen 2007 Research  study        
7. Fisher 2004 Literature review        
8. Gibson 2009 Feature report        
9. Hardy and Bouras 2002 Professional development paper        
10. Haut and Hull 2000 Research study        
11. Higgins 2004 Discussion paper        
12. Hughes 2009 Editorial        
13. Kwok 2001 Review        
14. Kwok and Chui 2008 Research        
15. Pridding et al. 2007 Literature review        
16. Slevin et al. 2008 Research study        
17. Stein 2005 Research        
18. Taggart et al. 2010 Research        
19. Tasse and Wehmeyer 2010 Research        
20. Taua and Farrow 2009 Research         
21. Vogel  2007 Professional development paper        
 TOTALS 11 10 7 5 9 7 10 
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One of the greatest challenges for health care professionals is to be able to transform their 
assessment findings into appropriate treatment plans. Two common mental health nursing 
assessment frameworks; ABET (Cutler, 2001) and JOMAAC (Hamer, 1998; Vogel, 2007) 
are reportedly useful in the recognition of impaired cognition and/or communication 
abilities. No empirical evidence was found regarding the effectiveness of these models.  
They may also have limited use when information about the person’s baseline level of 
functioning is required as they still require a degree of subjective information which is not 
always possible. While Taua and Farrow (2009) found assessment to be fundamental to 
the DD nursing role, they also refer to the absence of an evidence-based assessment 
framework to guide DD nursing practice.  Nurses in that study utilised a generic mental 
health assessment framework, which was shown to be problematic. Higgins (2004) 
identified the need for nurses to have the skills and knowledge to complete a “multimodal 
assessment [which entails] developing comprehensive care plans, implementing and 
evaluating effectiveness of care plans, care management skills; ongoing review and 
programme modification” (p 1346).  A similar approach was described in reference to the 
multidimensional treatment approach, involving consideration of the biological, 
psychological, social and developmental needs (Dosen, 2007). It is noted that while the 
first three dimensions, biological, psychological, and social, are easily accepted by health 
professionals, consideration of the developmental dimension has been of minimal 
significance and should be included into training programmes preparing nurses to work 
with people with DD. Understanding developmental theory, relevant social factors and the 
elimination of any possible physical causes is critically important (Hughes, 2009).   
Although Slevin et.al. (2008) identified nurses as the core group within the team and 
“crucial to accurate assessments and evaluation” (p. 544), some literature points to the 
absence of necessary nursing skill or knowledge (Gibson, 2009; Haut & Hull, 2000; Xenitidis, et 
al., 2004). This absence was often related to nurses’ area of care or their scope of practice 
in relation to the key health needs of the individual, for example, nurses educated to work 
in either generic mental health or ID services. Indeed Haut and Hull (2000) have 
questioned the ability of learning disability nurses to participate in mental health 
assessment given that their own research demonstrated a clear need for specialist nursing 
staff to develop this knowledge.   
Therefore, because people with DD have specific and complex needs, nursing practice in 
DD settings requires nurses to have even more advanced skills. Cutler (2001) further 
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suggests that advanced practice mental health nurses were well placed to provide care. 
Similarly, Higgins (2004) also advocated the use of advanced therapeutic skills in 
assessing the needs of people with DD and to enhance quality support.   
Behavioural interventions 
The presence of mental illness symptomatology in people with ID is often, but not 
exclusively, associated with an increased need for behavioural support yet the use of 
psychological or behavioural therapies (positive behavioural support) is often limited due to 
erroneous assumptions or misunderstandings around the benefit of providing them 
(Cooper & van der Speck, 2009; Kwok & Chui, 2008; Tasse & Wehmeyer, 2010; Vogel, 
2007).  Nurses who work with people with DD in the inpatient care setting are often the 
primary staff member present during the acute phase and therefore possibly be placed  to 
guide and manage behavioural responses to mental illness symptomatology (Slevin, et al., 
2008). Devine and Taggart (2008) highlighted several behavioural management strategies 
that nurses may use in managing challenging behaviour, including cognitive behavioural, 
psychodynamic and family therapy along with social interventions if appropriate for an 
individual’s situation. The focus of the article is on nurses, although their use of these 
therapies is not specifically discussed, they concluded that the nurse is best placed to 
support the individual during periods of distress. They claimed nurses, with a 24 hours a 
day presence, are the key health professional that can be “attuned to the person’s passive 
communications signals” (Devine and Taggart, 2008, p. 47).  Ailey (2003) referred to 
similar behavioural models going further to advocate future use of interpersonal and 
ecological models to ensure beneficial models of treatment. Slevin et. al., (2008) also 
identified the nurse as the one who is most available and therefore the one undertaking 
continued and consistent observation of both behaviour and mental health status. 
Consistency in behaviour management by staff is also highlighted by Wink et al., (2010). 
These authors promoted the need for consistent daily schedules and ensuring clear and 
understandable behavioural goal and expectations (Wink, Erickson, Chambers, & 
McDougle, 2010). In contrast, Chaplin (2009) reported that people with ID in psychiatric 
units are more likely to receive seclusion, restraint or one to one nursing and suggests this 
may be because staff working in those services are not well prepared to care for people 
with DD. It seems although there is emerging consensus supporting positive behaviour 
support for people with ID there does remain a relative paucity in the research literature in 
regard to the nursing role in this. It is suggested nurses are ideally placed to implement 
Positive behaviour support across relevant settings. 
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Communication 
Therapeutic communication skills are fundamental in all areas of nursing, but there is 
much variation in the ability to communicate in the area of DD (Devine & Taggart, 2008; 
Hardy & Bouras, 2002; Pridding, et al., 2007).  The ability to establish a rapport with 
patients is the key to undertaking effective assessment and care planning and nurses are 
again well placed to do this (Vogel, 2007). Devine and Taggart identified the importance of 
demonstrating genuine interest, having a presence particularly during stressful times and 
the need for the nurse to be able to ‘tune in’ to passive or non-conventional communication 
signals. Gibson (2009) also highlighted the need for staff working with people with ID to 
have an awareness and knowledge regarding the use of alternative forms of 
communication. The ability of staff to manage persistent behaviours seeking reassurance 
was highlighted and noted that it was important for staff to develop strategies to avoid 
frustration or aggravation while providing appropriate reassurance (Hartley, Hayes Lickel, 
& MacLean Jr, 2008).   
Yet, communication within DD nursing is not only about the work with the person being 
cared for, oral and written communication is also part of the primary nursing role (Taua 
and Farrow, 2009). The importance of accurate communication and its transmission to 
other team members was highly valued, demonstrating that communication tasks are key 
nursing roles in documenting and reporting the care delivered, and the health status and 
response of the individual to care. 
Leadership/the multidisciplinary team 
The nurse working in DD needs to be skilled in care coordination as well as contributing to 
the team and indeed at times leading the team (Cutler, 2001; Hardy & Bouras, 2002; 
Higgins, 2004; Kwok, 2001; Pridding, et al., 2007; Taua & Farrow, 2009; Vogel, 2007). 
While it is often plausible that nurses are referred to as part of the team rather than 
primary providers of care with the ability to provide much broader interventions, Cutler 
(2001) stressed the critical importance of a team approach in regard to the role of the 
nurse. She argued that nurses working in this area have the skills to act as consultants 
and leaders of multidisciplinary teams in managerial roles and as advisors and policy 
makers.  Higgins (2004) and Devine and Taggart (2008) also supported the role of the 
nurse as team leader  referring to the need for a multi modal approach in DD care with the 
recognition that the nurse is best placed to lead this. Likewise, Higgins (2004) purported 
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that the person who should coordinate the team is a skilled professional with the ability to 
“collate, present and disseminate the assessment information” (p 1345).  The role of the 
nurse need not be confined to the inpatient team and may extend to inter agency 
collaboration with other services particularly primary care services and family (Taggart, 
McMillan, & Lawson, 2010).  
Medication administration 
The use of psychotropic medication for people with DD is a well-known and well debated 
indicating numerous cases of polypharmacy and use of medication as a chemical restraint. 
The current focus is on the use of medication for its therapeutic benefits rather than 
behavioural control (Cutler, 2001). However, medication remains the most “commonly 
used biological intervention” (Ailey, 2003; Devine & Taggart, 2008; Kwok & Chui, 2008). 
Devine and Taggart (2008) and Vogel (2007) identified the importance of the nurses’ role 
in medication administration and emphasised they must adhere to their regulating bodies 
standards regarding the administration of medications. As well, Vogel (2007) highlighted 
the role of the nurse in ensuring non regulated staff were aware of the side effects of 
medication. Ailey (2003) also cautioned about the importance of adequate education and 
training for health professionals in regard to medication, particularly given the amount of 
polypharmacy and mismanagement with the DD population. General nursing 
responsibilities around administration are, of course, a fundamental role of the nurse in 
any setting but extra caution must be taken by the nurse working with people with DD in 
regard to close monitoring for side effects and the persons capacity to consent. The 
nurse’s responsibility is to provide accurate information and to monitor for side effects and 
interactions with other medications. It is well documented that people with ID are thought 
to be more likely to experience side effects yet less likely to be able to report them 
(Hellings, 1999). Haut and Hull’s (2000) research study revealed that there was a 
knowledge deficit in staff about psychotropic medication in terms of their ability to 
administer, the medication itself, and be aware of the side effects. Kwok and Chui (2008) 
found that the use of psychotropic medication alongside behavioural treatment were the 
main interventions in DD. Therefore the need to develop nurses’ knowledge about 
psychotropic medication is highlighted by research that showed the area of medication 
administration was frequently where situations of risk occurred in DD (Taua and Farrow, 
2009). 
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Safety/risk management 
Finally, safety and risk management issues, more extensively discussed in the literature, 
present particular challenges for nurses because of the numerous factors that impact 
people with DD. These factors range from genetics, behavioural phenotypes, to increased 
vulnerability to abuse (Ailey, 2003; Campbell, 2011; Devine & Taggart, 2008; Higgins, 
2004; Slevin, et al., 2008).  The presence of mental illness symptomatology, often 
associated with increased need for support exacerbates this risk. For example, a person 
with limited communication skills who is depressed may use aggressive or aberrant 
behaviours to express their distress (Holden & Gitlesen, 2004; Tasse & Wehmeyer, 2010). 
In acknowledging this, behaviours such as aggression, self-injurious behaviour and other 
stereotypy [repetitive or ritualistic movements or behaviours often seen in people with ID] 
often cause complexities for nursing care.  Therefore managing disturbed behaviour is 
seen as a primary role for nurses working with people with ID and more particularly with 
DD (Campbell, 2011).  
In a literature review undertaken to identify the roles of mental health nurses in inpatient 
units caring for people with DD an expectation that nurses have specialised skills to 
respond to disturbed or challenging behaviour was described (Pridding, et al., 2007). 
These skills included the ability to establish and maintain therapeutic relationships, 
boundary setting, advanced risk assessment skills, firmness and consistency alongside 
empathy and having positive regard for the person (Encinares & Golea, 2005; Wink, et al., 
2010). Slevin et al., (2008) also identified the role of the nurse in undertaking special 
observations in order to maintain the safety of an individual and/or others.  
A risk assessment tool specifically for primary care mental health and learning disability 
services was trialled in a study undertaken in Scotland (Stein, 2005). While all members of 
the multidisciplinary team were expected to complete the tool, in many cases it was the 
nurses only who undertook this task. Hardy and Bouras (2002) also referred to the role of 
the nurse in managing and completing comprehensive risk assessment tools. Taua and 
Farrow (2009) found that crisis and risk management were seen to be a primary nursing 
role in DD.    
Discussion and conclusions  
The literature discussed in this review was mostly theoretical with limited empirical 
research. Thus, an integrated review using systematic principles was undertaken rather 
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than a complete systematic review.  We sought to describe the significance of the nurse in 
DD especially because of the complexities of people who have limited cognitive capacity 
and communication to express their health experiences and/or concerns. However, 
despite the relative lack of high quality research evidence a number of conclusions can be 
drawn. The most common categories constituting the role of the nurse in this review were 
assessment and care planning, advocacy and health promotion as well as safety and risk 
management. Although not as regularly cited but no less important are the role of the 
nurse within the multidisciplinary team especially in regard to the leadership role, 
managing challenging behaviour and the administration of medication. What was 
surprising was a lesser reference to the importance of communication however this aspect 
of nursing in DD may well be encompassed within all previous mentioned roles.   
Life expectancy of people with ID is increasing in response to advances in medicine and 
health care, parallel with the non-disabled population (Fisher, 2004; Ouellette-Kuntz, et al., 
2005).  Nursing care of people with ID and mental illness has also changed dramatically 
with nurses working in both specialist DD and generic mental health services. 
Unfortunately what is shown in much of the literature is that despite an increase in 
knowledge and awareness of the health needs of people with ID and indeed DD, their 
health problems are still too often overlooked. Health screening still requires significant 
improvement, and the education and training of the workforce to understand and respond 
to those particular complexities of DD is required. This review has gone some way to 
revealing the importance of the nurse in advocacy and health promotion. 
It is well recognised that people with DD present with high levels of challenging behaviour 
and have more complex support needs requiring more intense care (Schalock, et al., 
2010; Tasse & Wehmeyer, 2010).  Therefore, the finding in this review around effective 
assessment is concerning. Arguably while there are identified assessment frameworks 
specifically for DD nursing, they are not evidence-based and the paucity of research 
around these frameworks in relation to contemporary care is another concern. Given the 
complexity in recognising mental illness in ID it is vital that nurses have the knowledge and 
skills to identify both typical and atypical symptomatology, are aware of the impact of 
negative life events on an individual, and able to formulate an effective and holistic health 
plan.  Several authors (e.g. Ailey, 2003; Chaplin, 2004; Gabriel, 1994; Higgins, 2004 and 
Taua & Farrow, 2009) have advocated that a quality understanding and knowledge base 
of staff working within DD is critical. However the important role of the nurse in working 
effectively in utilising behavioural management strategies is apparent in the few articles 
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found. Alongside this behavioural work was the nurse working to manage safety and risk 
as well as medication administration and education (Ailey 2003).   
The nurse in DD is not only critical to effective care but also to team function. Nurses are 
the one health care professional who have constant contact with people in inpatient 
services and therefore are well placed to lead the team and coordinate care (Ailey, 2003, 
Devine & Taggart, 2008; Higgins, 2004; Taua & Farrow, 2009).  The ability to do this 
suggests the need for highly skilled and knowledgeable nurses. As well advanced 
knowledge and skills are required given the identified complexity of care in regard to the co 
morbidity of DD and resultant behavioural challenges alongside the ability to advocate, 
educate and communicate with many and various others. 
Communication challenges in DD are well documented throughout the literature however 
this review revealed no research studies that explored how nurses can communicate 
effectively. Without effective communication skills (and these skills are not limited to verbal 
communication) it becomes difficult to evaluate the success of assessment and 
intervention plans.  
Limitations  
This review is subject to some limitations. The main limitations are related to the lack of 
quality research studies. The few studies found have different methodologies making any 
comparisons difficult, and there were no replications. Due to the relatively small number of 
research articles found, none were excluded on grounds of quality and this may have 
introduced bias. Stronger themes may have emerged also if forensic, child and youth, 
older persons health and disorder specific (such as personality disorder) studies were 
included however this was not possible within the confines of this particular review.  It is 
noted also that there may be also be some risk in limiting the research to only DD in that it 
may exclude some aspects of the generic role of the nurse working in either ID or mental 
health that may or may not be relevant to nurses working in DD. However despite the 
eventual range of articles reviewed the key roles and responsibilities of nurses in the area 
have been identified and contribute to both current knowledge and areas for future 
research.  
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Summary 
There is general agreement that people with ID are prone to mental illness at a significant 
rate however the current evidence for the effective provision of effective mental health 
services for this cohort is unconvincing and erratic (Bouras & Holt, 2004). Current literature 
focuses on many retrospective or anecdotal reports, uncontrolled studies with small 
numbers of participants (Chaplin, 2004) and a dearth of research directing best practice 
(Bouras, Cowley, Holt, Newton, & Sturmey, 2003).  It has been suggested that people with 
DD are one of the most overlooked and underserved groups within health care systems 
(Benson, 2004; Voelker, 2002).  As suggested by Pridding et. al. (2007) and Ailey (2003) 
nurses are well placed to play a key role in inpatient care for people with DD. This review 
also found this to be apparent.  Given the prevalence of mental health issues for people 
with ID it is time to ensure that nurses have the skills and knowledge to ‘get it right’. 
Therefore the need for ongoing or further education for nurses, as the most regular health 
care professional in inpatient services, working with people with DD is imperative in both 
clinical training and by developing education curricula.  
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Research focus 
While there have been a small number of studies where the carer was consulted to gauge 
the needs of people with dual disability it is now recognised and recommended that it is 
more important to obtain views of both people with ID and their carers (Johnson, Mason, & 
Withers, 2003; Nadarajah, Roy, Harris, & Corbett, 1995). Johnson et al. stress this in their 
comment that “the difference between the carers’ interpretation of an event and that of the 
individual” (p 32) must be considered. This does not negate the voice of either but 
acknowledges that both have a story to tell.  
In conjunction with deinstitutionalisation and the resultant specialisation of services a 
sense of confusion has arisen regarding the roles of various persons who care for persons 
with ID and mental health issues. Despite the changes in philosophy and resultant 
changes in services over the centuries there remains one constant; there will always be 
times when a person with an ID experiencing a mental health issue may require acute 
inpatient care (Longo & Scior, 2004; Raghaven & Patel, 2005). The majority of health 
professionals that currently work with this group in New Zealand continue to be nurses.  
The review on research into nursing roles in this field has revealed also a dearth of 
empirical data around evidenced based nursing frameworks.  
Te Tähuhu – Improving Mental Health 2005–2015: The Second New Zealand Mental 
Health and Addiction Plan (Minister of Health, 2005) and Te Kökiri: The Mental Health and 
Addiction Action Plan 2006–2015 (Minister of Health, 2006) stressed that people with ID 
and/or mental illness need specialised expertise to respond to their needs. Both these 
documents emphasise that responsive services are those that listen to consumers, ensure 
collaboration, and recognise the family as part of the treatment process. In particular Te 
Kokiri (2006, p 33) stressed that an approach be developed to address and improve the 
“workforce understanding, knowledge, skills and clinical and cultural competencies” 
around co-existing mental health and ID issues. 
Research Aims 
It has been shown that the evidence for inpatient nursing care of people with ID, informed 
by the recipients of care, their nurses’ and carers is sparse. The aim of this research then 
is to pay attention to this and explore their needs.  Listening to their experiences is one 
way to do this.  In focussing on these three sets of persons within the care relationship the 
following four aims have been developed.   
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1) Understand what people with ID and mental health issues 
experience during an inpatient admission for mental health care. 
2) Understand the experiences of carers of people with ID and mental 
health issues during the time the person they support is admitted for 
inpatient mental health care. 
3) Understand how nurses manage the complex processes of 
determining, and delivering inpatient mental health care for people 
with ID.  
4) Provide evidence for best care practices informed by people with ID 
and mental health issues, their carers and the nurses working in 
mental health inpatient settings  
 
Research questions  
With the above aims in mind the following questions informed the planning for this study. 
Recognising that there were three distinct cohorts the questions while similar in intent 
would need to be reframed or rephrased slightly differently in regard to how each cohort 
experiences the phenomenon. Distinctive questions for each cohort are clearly stated in 
chapter four tables 4.1 – 4.3. The overarching research questions were: 
a) What are the experiences of people with ID who have been admitted 
to a mental health inpatient service? 
b) What are the experiences of carers of the people with ID (who have 
been admitted to a mental health inpatient service)? 
c) What factors guide mental health nurses in determining and 
delivering care for people with ID who have been admitted to a 
mental health inpatient service? 
Operational definitions/abbreviations 
Carer 
For this research, the term ‘carer’ may have either of two definitions: 1) A person who has 
the principal responsibility of caring for a person with intellectual disability (for example a 
family member) or 2) A person employed to look after a person with an intellectual 
disability in their home, community, or health care service – this may also include health 
professionals such as nurses. If the nurse provides care in the community (as opposed to 
the nurse who provides care in the inpatient setting) then they also meet the criteria for 
carer. The distinction here is only regarding family or staff. Throughout the literature the 
terms ‘support worker, care staff, community worker, carer, hospital aide, nurse, or family 
member’ are used often in regard to the people who provide support for people with 
intellectual disability. To avoid confusion I have therefore elected to use the generic term 
‘carer’ only unless quoted otherwise in any cited literature.  
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Intellectual disability classification  
ID can be described as a neurodevelopmental disorder presenting impairments in 
intelligence quotient (IQ), and intellectual and adaptive functioning as well as a delay in 
general daily living skills. At the commencement of this study and during recruitment the 
Diagnostic and Statistical Manual of Mental Disorders 4th Edition Text revision 2000 (DSM 
IV – TR) was still in use. In that edition ID was labelled Mental Retardation and 
defined/described as (American Psychiatric Association, 2000 p 319) 
1. Significantly sub average intellectual functioning: an IQ of 
approximately 70 or below on an individually administered IQ test 
(for infants, a clinical judgment of significantly sub average 
intellectual functioning). 
 
2. Concurrent deficits or impairments in present adaptive 
functioning (i.e., the person's effectiveness in meeting the 
standards expected for his or her age by his or her cultural 
group) in at least two of the following areas: communication, self-
care, home living, social/interpersonal skills, use of community 
resources, self-direction, functional academic skills, work, 
leisure, health, and safety. 
3. The onset is before age 18 years. 
It was coded based on degree of severity reflecting level of intellectual impairment: 
a) Mild Mental Retardation:    IQ level 50-55 to ~ 70  
b) Moderate Mental Retardation: IQ level 35-40 to 50-55  
c) Severe Mental Retardation: IQ level 20-25 to 35-40  
d) Profound Mental Retardation: IQ level below 20 or 25 
However at the time of writing this thesis I now find this criteria has become superseded 
with the introduction of the DSM V (American Psychiatric Association, 2013) where the 
nomenclature has changed from mental retardation to using a more generic term of ID, the 
latter is however the term that has been used in New Zealand for quite a number of years 
now, however this does also bring it in line with terminology used by the World Health 
Organization’s International Classification of Diseases (American Psychiatric Association, 
2013b).  ID is classified in the 5th edition  “to be approximately two standard deviations or 
more below the population, which equals an IQ score of about 70 or below”(American 
Psychiatric Association, 2013).  
However in the DSM V (American Psychiatric Association, 2013) the following definitions 
now apply; 
 40 
ID involves impairments of general mental abilities that impact adaptive functioning in 
three domains, or areas. These domains determine how well an individual copes with 
everyday tasks: 
 The conceptual domain includes skills in language, reading, 
writing, math, reasoning, knowledge, and memory. 
 The social domain refers to empathy, social judgment, 
interpersonal communication skills, the ability to make and retain 
friendships, and similar capacities. 
 The practical domain centres on self-management in areas such 
as personal care, job responsibilities, money management, 
recreation, and organizing school and work tasks. 
 
While ID does not have a specific age requirement, an individual’s symptoms must begin 
during the developmental period and are diagnosed based on the severity of deficits in 
adaptive functioning. The disorder is considered chronic and often co-occurs with other 
mental conditions like depression, attention-deficit/hyperactivity disorder, and autism 
spectrum disorder. Current diagnosis of ID is not based on IQ scores alone and the DSM-
V stresses the importance of other considerations. By removing IQ test scores from the 
diagnostic criteria, but still including them in the text description of ID, the DSM-V ensures 
that they are not over-emphasised as the defining factor of a person’s overall ability, 
without adequately considering functioning levels (American Psychiatric Association, 
2013b). 
Terminology  
As discussed the preferred term used in Aotearoa/New Zealand to describe people with 
identified intellectual or developmental limitations is ‘intellectual disability’. It is important to 
note that throughout the literature other English language nomenclature uses the terms 
‘mental retardation’, ‘developmentally disordered’ or ‘learning disabilities’ and these terms 
may be read interchangeably only as they have been used in the literature. It is also 
important to acknowledge the preference of the People First New Zealand group in 
Aotearoa/New Zealand to use the term Learning Disability. The People First movement is 
a self-advocacy group of people with learning disability. Members of People First New 
Zealand state they feel that learning disability is more reflective of their issues as they do 
learn they just do it more slowly (People First New Zealand, n.d). however, this term is 
also often used to refer to people with issues such as dyslexia (that directly relate to their 
learning) and therefore to avoid any confusion I have chosen to continue with the term 
 41 
‘intellectual disability’ (abbreviated previously as ID)  in this thesis with all due respect to 
the Peoples First New Zealand group and recommendations.  
While I have attempted to use value free language throughout this proposal, this has at 
times been difficult. The use of terms such as ‘disability’, ‘illness’ and ‘disorder’ (which are 
not preferred terms for many) are used as contemporary to the time being discussed or 
according to the reference being cited. Where possible I have referred to those who have 
been diagnosed with ‘disabilities’ using person first language that is: ‘a person with an ID’ 
rather than the ‘intellectually disabled’. 
Patient as a term 
The current preference of consumers for mental health services in Aotearoa/New Zealand 
regarding classifications of title is either ‘consumer’ or ‘service user’.  Consumers who 
identify as Maori mostly prefer ‘tangata whaiora’ [transl. person seeking wellness]. Whilst I 
am aware that ‘patient’ has a disempowering connotation to some I have chosen to use 
this term in various places for no actual reason other than it fits best with the term inpatient 
(in distinguishing the field of study) and makes the reading of the text less messy or 
confusing. This is the term used also most often by the study participants. My apologies to 
those consumers who prefer other terms. 
Gender 
 In regard to the cohort of people with ID and mental health issues there was a 
disproportion of male to female participants and therefore to minimise risk of identification 
each person has been coded with a gender neutral name. For the other two cohorts 
‘nurses’ and ‘carers’ these have been coded to a letter e.g. Nurse X or Carer Y. This 
coding would have been too cumbersome for the first cohort. 
 
 
 
 
 
 42 
Nurses 
Table 2.5: Nursing titles  
Previous/Current Nursing titles for nurses caring for people with ID and/or mental 
illness 
Nursing Title Scope of Role 
ID nurse 
Mental retardation nurse  
Mental deficiency nurse  
Sub normality nurse 
Handicap nurse  
Psychopaedic nurse (NZ only) 
Work only with people with ID 
Mental health nurse 
Psychiatric nurse  
 
Work only with people with 
mental illness 
Comprehensive nurse 
 
 
 
May work in any area of health. 
In Aotearoa New Zealand the 
comprehensive nurse is 
educated in medical, surgical, 
mental health, disability and 
community nursing  
 
Enrolled Nurse Practice under the direction and 
delegation of a registered nurse 
in various community, 
residential or hospital settings 
 
 
In regard to the table above (Table 2.5) nursing education for registered nurses in 
Aotearoa New Zealand is now ‘Comprehensive’, with a three year undergraduate degree 
being earned in order to register as a nurse (RN) or in the case of enrolled nurses (EN) an 
18 month programme of study.  The Health Practitioners Competency Assurance Act, 
2003 (Nursing Council of New Zealand, 2005) specifies  scopes of practice for nurses. 
Registered nurses practice in a variety of clinical contexts depending on their educational 
preparation and practice experience. There is an ability to place conditions on the scope of 
practise of some registered nurses according to their qualifications or experience limiting 
them to a specific area of practice. These limited scopes include the registered nurse who 
trained as a psychiatric nurse and may only work in mental health settings and the 
psychopaedic [ID] nurse who may practise only in settings which provide services for 
consumers [patients] with intellectual disabilities.  The role of the nurse working with 
people with both ID and mental illness is not identified as a specific scope and therefore 
there is no specific endorsement for this field.  Throughout the country registered nurses 
who work with persons with ID include comprehensively educated nurses who may work in 
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either ID or mental health services, psychopaedic trained nurses who may work only in ID 
services and psychiatric trained nurses who work only in mental health (Nursing Council of 
New Zealand, 2005). Enrolled nurses are also eligible to work with people with ID. With the 
changes to the legislation came changes to education requirements which saw a lesser 
requirement around nurses gaining experience in disability focussed clinical settings. The 
issue around this is that nursing students may only be placed in settings where they are 
overseen by a registered nurse and in many community based placements this is no 
longer the case. So with deinstitutionalisation came a considerable decrease in 
opportunities for nursing students to gain many of the beneficial skills and attitudes needed 
to support people with disabilities in particular. 
Regardless of the educational or training preparation for nurses to work with people with 
ID and mental health issues, nurses working within this area are expected to be cognisant 
of the skills, knowledge and political influences in both mental health and ID nursing and 
service delivery. With the cessation of discipline specific training and the introduction of 
comprehensive education in Aotearoa New Zealand, nurses are now required to work in 
complex areas with very generic knowledge. This may be very complex and challenging 
for some.   
Chapter Summary 
This chapter has revealed that while there appears to be increasing research, knowledge 
and understanding related to the changes that have occurred in services for persons with 
ID and mental health issues there remains some ambiguity regarding the role of the nurse 
and what comprises nursing activity with this group. As well it has become evident that 
minimal research has been undertaken exploring inpatient care from the perspective of the 
three named parties to the care relationship. This revelation led to the aims and questions 
mentioned.  In the subsequent chapter the chosen methodology will be described.   
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CHAPTER THREE APPRECIATIVE INQUIRY 
“Human systems grow toward what they persistently ask questions about” 
Cooperrider and Whitney (1999, p 248) 
 
Introduction 
With the reading that preceded this chapter, I attained further knowledge and 
understanding of the gaps in evidence to add to my own experiences in this field. Whilst 
the particulars related to this area of healthcare are important and relevant they only go 
part way to providing an understanding of this field. However, it is recognised that this area 
of health care has advanced a great deal and health care has improved somewhat. In 
cognisance of this, this chapter sets out a methodology that explores the best of what is.  
The methodological and philosophical issues and considerations that guided the research 
processes are outlined and discussed.  
It has become clear that the main questions of my thesis are to seek the positive 
experiences of both the recipients and deliverers of care and therefore it seemed 
appropriate to choose a methodology that would enable this exploration. In answering the 
questions, a social constructionist perspective must be central. Utilising a constructionist 
perspective is particularly relevant in this study given the three distinct cohorts where each 
has an opportunity to describe their own reality in relation to their experiences in the same 
field.  
Purpose of the study 
The purpose of this study was to explore people’s experiences of inpatient mental health 
care for people with ID. By people (participants) I refer to the three distinct cohorts: 1) 
‘people with ID’ who have been admitted to hospital for treatment of a mental illness; 2) 
‘carers’ of people with ID who have been admitted to hospital for treatment of a mental 
illness and  3) ‘nurses’ working in mental health inpatient settings and caring for people 
with ID. 
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Personal philosophical stance 
This study is framed in a social constructionism epistemology. My philosophical 
assumptions underlying this planned research methodology stem from an interpretive 
hypothesis, suggesting a personal epistemology around the ontological belief that each 
person’s reality is individual and socially constructed. This is in line with my personal and 
professional worldview particularly in relation to my work as a nurse and an educator in 
mental health and ID, and my comprehension of the social construct of mental illness. 
Notions around constructionism stem from an epistemological position that the researcher 
needs to be aware of how people not only ‘construct’ their worlds but also how they 
conceive meaning about ‘what they know’. By espousing an interpretive approach I 
desired to explore social phenomenon in the context in which it is constructed, that is, 
those who live the experience must be the ones that describe it (Holloway & Wheeler, 
1996). Therefore to use an interpretive perspective requires a qualitative lens in order to 
understand the social, organisational and political issues related to mental health nursing, 
aligning with my personal holistic philosophy, viz. seeing the whole picture. When 
undertaking qualitative research one explores the socially constructed nature of reality. In 
doing this an intimate relationship between the researcher and what is studied occurs 
(Denzin & Lincoln, 2000). It is this then that shapes the inquiry. 
Rationale for methodology 
In reviewing the literature, recognising the gaps, and  reflecting on the world of mental 
health nursing care it was apparent the questions to be answered were about 
understanding the human experience and to do so a qualitative methodology was 
preferred (LoBiondo-Wood & Haber, 2006). What was also apparent was the realisation 
that a lot of disability or health related research is problem focussed seeking out solutions 
to problems and often not recognising that what was working well may be used 
constructively to guide future care. It had been argued in regard to health care research 
that  using a problem solving approach  was in fact often counterproductive (Cooperrider & 
Srivastva, 1987).  
The more I considered the existing literature the more I developed a desire to branch out 
beyond archetypal research methodologies. What emerged for me in my amalgam of 
reflection was the underlying recognition that I needed to produce a thesis that was 
original, which challenged me in a critical and intellectual sense, while being exceptional in 
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a scholarly sense (McNiff & Whitehead, 2009).   Given this insight a methodology was 
sought to enhance the potential for positive change (Prokop, McKay, Gough, & Gough, 
2007). According to Cooperrider and Srivastva (1987) Appreciative Inquiry (AI) seeks out 
the very best of ‘what is’ to help ignite the imagination of ‘what might be’. From this 
description it becomes clear that AI is about finding out what is going right within the 
organisation. This means that a positive stance is taken towards developing and changing 
organisations instead of the problem-oriented approach that is often used.  A profound and 
simple example of the positive effects of taking an AI approach is explained in the 
following (Mitchell, 2007). 
“…traditionally an organization wanting to heal the wounds of racism 
will inquire into instances of racism in the workplace with the idea 
that once a system is really clear on what racism looks like and feels 
like and what causes it, it can be eliminated. Alternatively AI would 
choose to inquire into stories of exceptionally good cross 
cultural/race working relationships, discover the conditions present at 
those times and create images of desirable future relationships.” 
This study therefore employs a qualitative multiple cohort research design utilising key 
aspects of an AI theoretical perspective to explore people’s experience of the inpatient 
care of people with dual disability. Using multiple cohorts has advantages over single case 
studies by gathering more varied data for evidence thereby strengthening the study, 
increasing validity and broadening the findings. It also allows for data triangulation which 
adds to credibility. This ensures that the issue is not explored through one lens, but rather 
a variety of lenses allowing multiple facets of the phenomenon to be revealed and 
understood. The overarching task therefore, was to explore the perceptions of how people 
managed an inpatient admission whether that was as an insider, the nurse or the patient at 
that time or as a supportive outsider, the carer.    The  AI  theoretical perspective centres 
on the positive core of participants’ experiences, the strengths and assets of individuals 
and the organisations they exist within (Cooperrider & Srivastva, 1987). Such a 
perspective “strengthen[s] the capacity of those answering the questions to focus on 
positive potential” (Prokop et al, 2007, p 1).   
Appreciative Inquiry 
As stated, this study therefore employs some of the key theoretical principles of an AI 
research perspective to describe participants’ experiences of mental health inpatient care. 
AI began in the 1980s being originally introduced by Cooperrider and Srivastva (1987) as 
group discussion/teamwork methodology to improve organisational systems without being 
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too critical. The task was to focus on what was already working well in an organisation 
while exploring possibilities for improvement. Seel (2008 p 1) suggests AI is   
“Based on the premise that organizations change in the direction in 
which they enquire. So an organization which enquires into problems 
will keep finding problems but an organization which attempts to 
appreciate what is best in itself will discover more and more that is 
good. It can then use these discoveries to build a new future where 
the best becomes the norm”(Seel, 2008).  
 
The comparison of a problem solving view and the positive outlook of AI is elucidated in 
the following table (Table 3.1) adapted from Cooperrider et. al., (1987).   
Table 3.1: Comparison of two views 
Problem solving Appreciative Inquiry 
“Felt need” 
Identification of problem 
Appreciating and valuing the best 
of what is 
Analysis of causes Envisioning “what might be” 
Analysis of possible solutions Dialoguing “what should be” 
Action planning (treatment) Innovating “what will be” 
Basic assumption: An organisation is a problem to 
be solved 
Basic assumption: An organisation 
is a mystery to be embraced 
 
Stevenson (2014 np number) described the advantages of AI to staff and organisations 
well in the following quote 
“Appreciative inquiry searches for "what works" through the 
numerable individual success stories within the organization that are 
embedded with excitement, creativity, and pride. Once discovered, 
these stories are shared throughout the organization. Individuals are 
recognized and affirmed as contributing and successful members of 
the organization. Confidence and commitment to more success begin 
to permeate the individual and organizational belief systems. What is 
"wrong", "inadequate" and/or "not good enough" moves out of 
awareness as the organization taps into the river of positive 
possibilities. It becomes clear that the future can be built on the 
successes of the past”. 
AI as a methodology is underpinned by the concepts of social constructionism with an 
emphasis on the narratives of those telling the story. This methodology uses empathic 
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understanding during data collection activities with those involved with an organisation. 
Typical organisational theory often refers to the ‘state’ of an organisation (Seel, 2008) 
which is problematic at times as organisations are not still or static rather they are 
dynamic, and constantly changing.  Indeed, it is well recognised that the organisation that 
is static is often one that is in crisis. Therefore the bias is toward direct interaction with the 
people connected in various roles within an organisation rather than a detached analysis of 
facts, figures, charts, and discussions with some members only. AI is ‘appreciative’ because 
it looks for what enables an organisation to exist and thrive rather than to look for problems 
or weaknesses.  In other words instead of seeing the organisation in some way as deficient, 
faulty or in some way defective, AI researchers look at the organisation as being already full 
and complete and having the capability to complete its mission (Cooperrider & Whitney, 
2001). This then is the critical contrast from other social construction theories in that it is a 
mode of enquiry that seeks out the positive. In other words we create the world in the way 
that we talk about it and the ways that we choose to talk about it.  
Broadly speaking AI requires a search for what works, what “gives life to a living system 
when it is most alive” (Cooperrider & Whitney, 2001, p. 3).  This last point is critical in 
understanding the choice of this methodology for this research. So much of the research 
around the mental health/disability area is problem focussed, looking for the problem to be 
solved. My stance is from recognising that this has been done, some change has occurred 
and therefore I am keen to know what has changed, what now works? Instead of focussing 
on the negatives and trying to change them (a deficit based stance) this research explores 
‘what works’ using that as the basis for ongoing development (life affirming).  
Disputably AI has been criticised and often framed up as a “Pollyanna, where the 
individual is accused of wearing rose colored glasses and only seeing the good, the 
pleasant, the positive things in life to the exception of the real business at hand” 
(Stevenson, 2014). It is important therefore to note that this methodology does not ignore 
or negate problems it merely shifts the lens to other ways of working (Bushe, 2000).  
AI is most often used as an action research methodology within specific and singular 
research sites, for example in large corporations - however, that is not always possible. In 
the context of this research the underpinning philosophy of AI has been used to explore 
the positive experiences of those key people involved in the care relationship. In stating 
that AI underpins this research I am referring to a fundamental difference in this particular 
study. The principles of AI around gathering positive experiences, exploring what works 
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well and dreaming and designing for the future are those aspects that underpin this study. 
In typical AI the conversations usually take place between members of an organisation in 
undertaking evaluative interviews with each other however this was not possible given the 
diversity of the participant groups and the regional spread of willing participants. However 
there are instances where mobilised inquiry can take place with a number of interviews 
occurring across a community (Mitchell, 2007).  As a National study covering a number of 
different organisations in a number of different regions the ‘organisation’ in this study is the 
‘place where people with ID receive mental health care’. Nonetheless evaluative 
conversations took part and the framework (Figure 3.1) described later was still utilised.  
The research task was to identify and value the best of ‘what is’ within the ‘organisation’. In 
the first step the purpose of valuing is to tap into the key themes and forces important to 
the ‘organisation’. The starting point for AI is to select the topic of inquiry. This should not 
be something that needs to be fixed or solved it is about wanting to learn or develop the 
way of the organisation. AI then determines the valence or intrinsic attractiveness of 
questions asked in that these questions seek to explore the positive.  
The task then is to envision what might be.  When the best of what is, has been 
recognised, valued and then narrated, one naturally begins to search beyond this; to 
envision new possibilities. Envisioning then means allowing oneself to be inspired by what 
can be seen, where do I go from here? What next? How does this inform my next step? 
(Troxel, 2002).  
The processes of Appreciative Inquiry 
The five stages of an Appreciative Inquiry are 
1. Choose the positive as the focus of inquiry 
2. Inquire into stories as life giving forces 
3. Locate the themes that appear in the stories and select topics 
for future inquiry 
4. Create shared images of a preferred future  
5. Find innovative ways to create that future 
 
The AI methodology utilises a cyclical framework (Figure 3.1) with four key stages for its 
exploration – termed the 4-D Cycle (Cooperrider & Whitney, 2001, p.30) of Discover, 
Dream, Design and Destiny or Deliver. Each of these aspects were undertaken. 
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Discovery 
This is the beginning of the evaluative or appreciating thinking and discussions. It is at this 
stage that participants reflect on the life giving properties, the positive core of the 
organisation (Cooperrider & Srivastva, 1987). Participants reveal and reflect on their best 
experiences.  
 
Figure 3.1: The 4-D Cycle 
 
Adapted from Coopperrider & Whitney, (1999) 
Dream  
At the Dream stage, participants are asked to imagine their organisation or community at 
its best. This may be revealed in a more symbolic way such as graphically or may be 
espoused as a mission statement (Bushe, 2011).  
 
Discovery  
"What Gives life?" 
(the best of what it 
is)  
APPRECIATING 
Dream 
'What might be?" 
(What is the world 
calling for?) 
ENVISIONING 
RESULTS 
Design 
 "What should be--
the ldeal?"  
CO-
CONSTRUCTING 
Destiny  
"How to empower, 
learn and 
adjust/improvise?" 
SUSTAINING 
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Design 
From earlier findings participants now move to develop proposals for a new state, a new 
way of doing things, to organise and create change (Bushe, 2011). Knowledge is now a 
shared experience that informs the way forward.  
Delivery/Destiny  
While initially referred to as the delivery stage more contemporary AI specialists prefer to 
refer to this stage as Destiny. It was felt that delivery was more like the traditional change 
management processes that occurred in organisational structures. It is however at this 
stage that energy is required to design and then implement the plan.   
To elucidate further on these phases and for ease of comprehension how each of these 
four processes function in practice I have chosen to add here Watkins and Mohr’s 
diagrammatic representation of the processes of undertaking AI (Figure 3.2). These 
authors suggested that the way they have applied the sequences are not so linear and 
straightforward suggesting they might overlap and repeat themselves without absolute 
predictability and allowing more freedom in practice (Watkins & Mohr, 2001). 
Figure 3.2: The practical phases of AI. 
 
 
 
 
 
 
 
 
 
 
Adapted from Watkins and Mohr, (2001, p 40) 
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Theoretical perspectives 
To undertake an AI theoretical perspective in research is to focus on the positive core of 
the participants experiences to find out what it is about that time that worked to enhance 
the care experience, a ‘what works well’ awareness.   AI is essentially a progressive set of 
events in order to search out the best in people, and/or organisations, and the relevant 
world around them. Broadly it is a systematic discovery of what gives “life” to a system 
(Cooperrider, Whitney, & Stavros, 2003). Utilising an AI approach is both an art and the 
practice of enquiry in order to ask the right questions to help one understand the strengths 
of a system (Cooperrider & Whitney, 1999). Instead of negativism, criticism and problems 
there is discovery, dream and designing for the future.  
AI is based on the underlying assumption that something ‘good’ already exists within an 
organisation and by exploring and revealing the ‘good’ the organisation and its members 
are empowered to focus on these strengths in order to get more of what works rather than 
trying to eliminate that which isn’t working (Faure, 2006). This last point was important also 
as I commenced this research journey. Reflecting on my previous research undertakings 
where I explored the culture of nursing practice in a dual diagnosis (ID and mental illness) 
unit a great deal of problems were revealed (Taua & Farrow, 2009). The revelation of 
these problems was received negatively and non-constructively with only minimal attention 
being paid to any recommendations. Further reflection heightened my awareness that 
while there were numerous problems within the system the nurses also worked very hard 
and performed admirably with the best attempts at most times and it was these events that 
appeared to me to be most important. I asked myself how one could use the positive 
aspects of care to inform future care strategies. The fact also is that for most people who 
experience inpatient care the experience is successful and perhaps then it is those 
successes that are useful to guide further and future advances. AI is a contemporary 
methodology that enables this.  
Humanistic and positive psychology 
AI contrasts with the more traditional problem based research that is often undertaken in 
mental health and disability studies. It has been argued that the problem‐solving approach 
has at times dominated action‐research, and that as an innovative tool for change this did 
not do a good job (Bushe, 2011). Bushe stated that indeed this may have even been 
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counterproductive. AI takes a humanistic approach enhanced by positive psychology. 
Humanistic psychology views individuals as beings with personal inner experiences, 
desires and motives that are not always easily measurable. In AI one appreciates and 
imagines the future, with creative  and transformative significance (Cooperrider & 
Srivastva, 1987). Cooperrider talks of the positive principle of AI through which we explore 
life generating experiences. In doing this it is suggested the exploration creates a positive 
effect (e.g. joy, hope, caring) (Barrett & Fry, 2005) and intent towards making things work 
for the future.  
Positive psychology is concerned with positive emotions and  positive traits (Seligman, 
2002). A fundamental tenet of positive psychology also is that its purpose is not to replace 
what is already known but to complement it, thereby avoiding trying to fix what is wrong at 
the expense of working with the strengths of what already exists (Seligman, Steen, Park, & 
Peterson, 2005).  Much has been written on the benefits of the AI approach in regard to 
engendering positive feelings from the process of participating. As Gorrell (n.d., n.p) 
summarises 
 AI creates a positive atmosphere for change and avoids the 
resistance and loss of hope for a better future encountered 
through the more traditional problem-solving approaches. 
 AI maximizes employee input and creates buy-in 
 By grounding participants in the best of the past and inspiring 
visions of a more-hoped-for future, AI generates creativity, 
ownership and motivation 
 AI engenders a renewed commitment to any organizational 
change and easily translates it into action 
(Gorrell, n.d.) 
AI also takes a strengths based approach rather than focussing on deficits. This approach 
is also a common approach for mental health care. A  strengths-based approach moves 
the focus away from seeing mental health issues as deficits focussing on the  strengths 
and resources of the person with the mental health issue (South Canterbury District Health 
Board, n.d.). The commonalities here are numerous in that by recognising the individuals 
personal strengths and aspirations, one aims to master the challenges the person faces 
utilising what is already available, the persons natural resources. Like AI a strengths 
approach does not ignore the issues, it merely seeks out the opportunities and resources 
that already exist for the best outcomes.  
 54 
Some authors of AI describe five key theoretical principles which underpin the approach. 
These principles infer a transformative approach to understanding and leading an 
organisation forward. These five principles also align well with both my professional 
philosophy and the motivation of contemporary mental health service delivery (Seel, 
2008). I will outline these here and revisit them in the discussion later in this thesis. 
The Constructionist Principle 
This principle maintains that the direction in which people inquire is what becomes their 
reality, the way they construct their world. In other words if one seeks only problems then 
this becomes the focus of the vision, however if one is seeking the best of what is 
occurring then this is what drives the vision. As Seel (2008, p 3) states so succinctly 
“social constructionism argues the language and metaphors we use don’t just describe the 
world, they actually create the world” [Seels emphasis]. 
The Positive Principle 
 As already discussed, this principle is fundamental to AI and suggests that by adopting 
appreciative language, encouraging and supporting individuals to express the best they 
have experienced leads to effective change (Seel, 2008).  
The Simultaneity Principle 
This principle challenges the traditional way of seeking change where first the problems 
must be diagnosed. Many organisations spend a great deal of time and often money 
seeking out the problems often using outsiders to do this (Seel, 2008). The simultaneity 
principle suggests this is not helpful and instead recommends that inquiry and change 
should happen together, change starts as soon as the inquiry begins. 
The Poetic Principle 
Traditional organisational theory often refers to change as the need to move from one 
state to another, becoming a new or a different entity (Seel, 2008). Conversely, AI views 
organisations as more than a state. In AI the organisation is seen as a set of stories where 
everything is open to reinterpretation. Stories that shape the past, present and future. It is 
in telling these stories that people within the organisation change.  
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The Anticipatory Principle 
This principle argues that how we view the future, and our visions, impact our behaviour 
now (Seel, 2008). That is, if we view the future as a set of problems that we are always 
trying to fix our behaviour remaining potentially discouraged while focussed always on 
problem solving. There is little time for valuing the successes. However, if we view the 
future with a positive lens this is what influences our behaviour as we move forward.  
Social constructionism 
Social constructionism is a view that reality is not universal and unchanging, but rather 
constructed, shaped and experienced (Berger & Luckmann, 1966).  Social constructionists 
ways of knowing the world is to assume there are multiple realities that construct and 
shape the world that language and discourse are central to that construction and through 
interaction we can begin to understand ourselves and others.  
AI is built on social constructionism and the theory that our perceived reality is the result of 
human choice, rather than laws resulting from divine will or nature. It is how we selectively 
make sense of that which has gone before us, our past, it is how we make sense of our 
present and what we dream or anticipate for our future. Therefore to understand the world 
in a socially constructionist way is to realise nothing is a given fact but that our reality is an 
understanding of our world.  In speaking of how ones world is constructed or represented 
one must consider cognition, beliefs, theories and other representations (Mallon, 2014). 
Mallon stated it is these that drive our thoughts and how we organise and store our 
knowledge of our world as meaning. In relating this to understanding the experiences of 
illness and care it is critical that those providing care (helping) are empathically 
acknowledging individuals as experts of their own experiences and therefore to effectively 
respond one seeks to understand and respond according to the individuals context  
(Stickley & Wright, 2013). These authors expand on the notions around social 
constructionism in relation to nursing care in stressing the importance of the nurse 
understanding the clients perception of their health status [or illness],  identifying with the 
client what could be done to change or improve the situation and then work with the client 
on  goals. The implication then is that the nurse takes an empathic concentrated approach 
acknowledging the client as the expert.   
Having considered that then it is clear that constructive conversations would be an 
important means to understand, maintain, modify and reconstruct reality (Berger & 
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Luckmann, 1991). In relating this back to the intentions of AI in this study one must note 
that if reality is socially defined or constructed then it is those living the reality who must 
define it. How the story is told is also relevant in regard to what is being constructed. If we 
tell a story of a particular experience from the perspective of distress, of being a victim it 
may be a very different story than that of being a survivor. The event might be the same 
but how we experience it constructs a different reality and this relates to the notion of AI as 
a methodology.  In conclusion it can be said that this thesis is about examining which 
possibilities there are to evaluate an appreciative inquiry intervention.  
Chapter summary 
AI focuses on the strengths and assets of organisations or individuals and in this way it 
has acted as the framework for this study to explore the positive ‘what works well’ aspects 
in order to understand how we can best care for people with ID within mental health 
inpatient settings (Cooperrider, et al., 2003). This chapter presented the theoretical 
underpinnings for this study in describing how aspects of an appreciative Inquiry 
methodology might work to explore the phenomenon of inpatient care of people with ID. It 
has highlighted the researchers’ philosophical basis for planning the study and how this 
has related to the chosen methodology. Through illumination of the social constructive 
underpinnings of this study I have strived to make this overt and available to the reader. 
Determination of this is however up to the reader. The following chapter focuses on the 
practical aspects of the methodology, explicitly, how the research was designed, key 
ethical considerations and the practicalities of gathering the data. 
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CHAPTER FOUR RESEARCH DESIGN AND METHODS 
If you want to know what the future is, be part of its development. 
Peter Drucker (n.d.) 
 
Articles embedded in this chapter 
Taua, C., Neville, C., Hepworth, J. (2012) Consent with people with ID: A 
practical resource. Queensland, Australia: The University of Queensland, ISBN 
9781742720890 (to be published) 
 
Taua, C., Neville, C. & Hepworth, J. (2014). Research participation by people 
with ID and mental health issues: An examination of the processes of consent. 
International Journal of Mental Health Nursing, 23(6), 513-524 
 
 
Introduction 
This chapter presents the practical aspects of the methodology, the design, how the study 
was performed.  The processes employed in order to gather and then interpret the 
research data are detailed and described. Research design generally refers to the overall 
strategy chosen to integrate the different components of the study in a coherent and 
logical way. This ensures the problem is effectively addressed and appropriately 
understood. This chapter therefore presents the ‘blueprint’ for this study in describing the 
processes undertaken. There are numerous ways to undertake qualitative research. What 
is important as one undertakes a study is that the research problem (the question) is what 
determines the type of design and not the other way around (De Vaus, 2001; Patton, 
2002). Therefore, I begin this chapter revisiting the questions guiding this study and follow 
on with an explanation of the data analysis processes as well as the procedures 
undertaken to ensure the trustworthiness of the data. 
Design 
The Community of Inquiry 
As already explained this research is a multi-cohort study with three distinct groups of 
participants described below. Qualitative data collection however  is never just about the 
data from the participants. In qualitative research the researcher also plays a key role, 
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firstly in planning the focus of inquiry and then in gathering the data. In fundamental AI, 
remembering that this study utilised the underlying principles of AI in gathering the positive 
experiences and working through the 4D framework, interviews take place between 
persons within a particular organisation. An example here is two or three employees 
interviewing each other and appreciating each others’ experiences. This was not possible 
in this study due to the spread of participants around the country and therefore the 
appreciative conversations occurred in a more standardised researcher /participant 
manner.  However by utilising an AI philosophy to the discussions the focus on the 
positives from the exploratory appreciative questions enabled participants to experience 
the power and benefits of positive questioning. During data collection with the people with 
ID, a research assistant was also available when necessary. This assistant was not at 
every interview however when they were, they become part of the positive inquiry as well, 
asking searching questions as required. Figure 4.1 below provides a visual representation 
of all those involved in the evaluative discussions – the community of inquiry. 
Cohort One: People with ID 
Inclusion criteria for cohort one was adults (aged 18 +) with mild to moderate ID who have 
been admitted to a hospital (for a period over 24 hours) within the last two years for 
assessment and/or treatment for a mental illness. The person had to be able to 
communicate in English within a group or individual interview setting. The reason for the 
two-year time limit was due to potential recall bias if the timeframe is too long (Lennox et 
al., 2005). Two years was agreed as a possible recall timeframe, however, it could never 
be assumed that this was always possible (N Lennox, Personal Communication, February 
2011). Gentile and Gillig (2012, p. 113) also suggested that the higher the level of intellect 
the lesser the memory problems. The opportunity to have an interpreter present was 
offered but was not required beyond the consenting process with any of the participants, 
as they chose to speak for themselves each time. Further discussion on the consenting 
process for this cohort may be read in the article embedded in this chapter titled Research 
participation by people with ID and mental health issues: An examination of the processes 
of consent  which explores consent through a framework of ‘capacity’, ‘information’, and 
‘voluntariness’.  Capacity is also discussed further in the embedded article cited above.  
Ability to take part in a focus group/interview activity was discussed at a meeting with the 
individual and their carer prior to commencing the consent process.  
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Cohort Two: Carers of people with ID 
An inclusion criterion for cohort two was that they held a caring role for a person/s with ID 
who was admitted to an inpatient unit for mental health care. They had to have had contact 
with both the person and the service during the period of admission. There was no 
requirement that a carer participant had to be the carer of one of the participants from 
cohort one.  
As explained in Chapter one the term carer has been used in this study to refer to any 
person who cares for the person in their natural and usual living situation. This can include 
at home with family, in residential care situations or as a community support person 
visiting the person in their own home. Carers therefore can be family members, community 
support workers, activity support staff or registered health professionals. The only 
requirement for inclusion in this study is that the carer had to have supported at least one 
person during the time they were admitted to an inpatient unit for psychiatric care. 
Cohort Three: Nurses working in inpatient services 
Cohort three consisted of nurses (registered or enrolled) working in a mental health 
inpatient service where people with ID were also admitted. They must have cared for a 
person with an ID while working in the service.  
Figure 4.1: Elements of the collaborative that informed this research 
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Recruitment 
Aotearoa New Zealand statistics (Ministry of Health, 2011) revealed 31,847  people with ID 
in Aotearoa New Zealand. Latest statistics from the Ministry revealed that in the 12 months 
to 30 June 2008, 11,679 people with ID received care or treatment for a mental disorder. 
Once adjusted for age, people with ID were over three times more likely to receive care or 
treatment for a mental disorder than people without ID. Figure 4.2 below shows the 
incidence related to age groups. For these statistics mental disorder referred to any of the 
following conditions “ADHD, anxiety disorder, autism spectrum, dementia, eating disorder, 
gender identity disorder, mood disorder, personality disorder, psychotic disorder, 
substance use disorder, and ‘other’ mental disorder” (Ministry of Health, 2011, p 38) 
 
Figure 4.2: Mental disorder care or treatment, with & without ID, by age, 2008  
 
 
 
 
 
 
 
 
 
 
 
Ministry of Health, 2011 p 39. 
Access  
Cohort recruitment strategies 
Potential participants for cohorts one and two were contacted through District Health 
Board (DHB) mental health services and several non-governmental organisations (NGOs) 
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in Aotearoa New Zealand. Preliminary discussions took place prior to gaining ethical 
approval.  Some NGO managers agreed to enable access to the service, offer support to 
the study and make initial contact with people within the services to provide information 
about the research. Key staff such as managers, Directors of Nursing and other senior 
staff from other various DHBs and NGOs was consulted with in the first instance to gain 
permission to access people within their organisations. There are approximately five DHBs 
throughout NZ that provide specialist dual diagnosis (ID and mental health care) inpatient 
services.  All other DHBs (21 in total in NZ) provide some type of outpatient service as well 
as admitting people with ID into their generic mental health inpatient services.  The plan 
was to have a range of focus groups from different regions of the country and therefore 
participants may have been recruited from any of the services within a given region. One 
drawback to recruiting nationally was that there were not always enough people from a 
particular region to invite to a focus group and given that all participants from cohort one 
were under care it was not possible to transport them to other regions.   A flyer was 
forwarded to each service early in the process to inform them about the research. A follow 
up phone call then transpired with key personnel to provide further information. It was 
critical to develop the relationship with gatekeepers as they have access to all sets of 
potential participants and their contact details. Once agreement was gained 
information/invitation letters, were given to key managers to be sent out/given to potential 
participants inviting them to participate.  
Recruitment strategies for ‘carers’ was similar to above in that a call was put out to 
services with flyers to be distributed around carer groups (including notifying staff in NGOs 
and other community services)  and family members (see Appendix I). For recruiting 
nurses’ details about the study was transmitted to all nursing groups throughout all DHBs, 
and NGOs to invite nurses to indicate interest in participating. Sources also used to 
disseminate this information were through College newsletters (Te Ao Maramatanga NZ 
College of Mental Health Nurses, College of Nurses Aotearoa, and NZ Nurses 
Organisation). 
Data Collection 
Appreciative questions 
Although similar in the focus of inquiry three different sets of questions were developed to 
reflect the unique role each cohort undertook in regard to this inquiry.  For the person with 
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ID the questions were about their experiences of how the nurses cared for them.  Similarly 
the carers were asked to talk about those aspects of care that they experienced when 
interacting with nurses within the inpatient services. Tables 4.1, 4.2 and 4.3 below present 
the semi-structured questions planned for each data collection meeting or focus group 
interview.  
 
Table 4.1 People with dual disability – Semi structured questions 
Tell me about the time you went to hospital 
Who was involved? 
Tell me about a time when things were going really well. 
What did you value most about that time? 
How did you know that the people there cared for you? 
What were the good things that happened? 
What would you like to happen next time? 
 
Table 4.2 Carers– Semi structured questions 
Tell me about the time the person you care for went to 
hospital 
Who was involved? 
Tell me about a time when things were going really well. 
What did you value most about that time? 
How did you know that the person you were caring for was 
getting their needs met? 
What were the good things that happened? 
What would you like to happen next time? 
 
Table 4.3: Nurses– Semi structured questions 
Tell me about a time when you were caring for a person with 
an intellectual disability in the inpatient mental health unit? 
What was happening? 
Tell me about a time when that care was going really well. 
What did you value most about that time? 
How do you know what was happening was positive and 
effective? 
What did the person/their carer do to let you know things were 
going well? 
Would you do anything differently next time? 
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All individuals were encouraged to tell stories as is the intention of AI.  Each interview was 
framed up around these question sets however, as is the case with semi-structured 
interviews the discussion was not strictly confined to these questions and the conversation 
was left to flow its natural course. What was critical was that the questioning continually 
focussed on seeking out the positives even when problems or areas of concern were 
revealed. A common concern in AI is that by focussing on the positive stories and 
experiences one risks negating normal negative experiences and potentially meaningful 
and important points are ignored (Bushe, 2011; Egan & Lancaster, 2005). I remained 
constantly mindful that this should not occur as those negative experiences were also 
informative in regard to what the positive outcomes might be in future.  To elucidate on this 
an example could be when an individual was complaining that the nurse wasn’t helping 
them when they were distressed; using an AI inquiry technique the discussion progressed 
to what would have helped. Using a question like “so if that happened again what would 
you like the nurse to do?” or “what have other nurses done when this happens” often 
revealed desired or actual positive practice; provided positive ways of managing a 
complex situation. It was then these positives aspects of managing that informed the way 
forward.    
Ethical considerations 
As this study involved the participation of human subjects, it was vital that ethical issues 
were considered and attended to prior to and during the time of the study. Ethical integrity 
has been ensured in a number of ways. 
Process 
Several layers of ethical approval were sought for this study. All health related research in 
Aotearoa New Zealand at the time of seeking approval for this study was required to gain 
regional ethical approval. The two key requirements were NZ Health Research and the 
candidates’ university of enrolment (See Appendix II for approval documents). As data for 
this study was to be collected throughout the country, National Multi Regional approval 
was required. Locality approval was also required from each region  (Health Research 
Council of New Zealand, 2005). Once this was obtained institutional approval was then 
sought from both the researcher’s place of enrolment for this PhD - The University of 
Queensland. Most services accessed were content with the various layers of ethical 
approval that had been gained however the Auckland District Health Board did require 
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further approval through their ethics system in order to access potential participants with 
ID. Figure 4.3 below provides a diagrammatic outline of the steps in this process. 
Potential benefits to taking part 
Consumers of mental health services are entitled to a high standard of care as part of the 
contemporary service models of care (O’Malley, 2001). This is  underpinned by the Code 
of Health and Disability Services Consumers' Rights (Health and Disability Commission, 
1996). When inpatient treatment is an indispensable component of care for people with ID, 
service provision philosophy, consolidated by current knowledge and experiences of the 
recipients of care, effective communication, and contemporary safe care practices, is a 
basic right of those receiving a service. Having the opportunity to participate in research 
about personal experiences of health care is imperative ensuring those rights are being 
attended to.  
While there are potential benefits for individuals of each cohort, this does of course 
depend on the findings and any therapeutic service and positive practice changes that 
occur as a result of their information. While in this study there was no guarantee that any 
personal benefit could be evident for participants, by utilising an AI approach some 
assumptions may be made.   With the notions of AI and the positive appreciating questions 
underpinning this study some benefit can probably be accepted as discussed earlier. 
Other benefits that may arise could be by participating, the people with ID may feel like 
they have had an opportunity to tell their story and be heard and also those in focus 
groups had an opportunity to learn how others managed their hospital admission. 
Similar benefits may have occurred for carers in that they also experience some 
satisfaction at being listened to and in future see some service changes in regard to the 
hospital admission of the person they are caring for. Previous research has found that 
while nurses caring for people with ID and mental health issues negotiate a labyrinth of 
roles, responsibilities and expectations they have no clear contemporary dual diagnosis 
(ID and mental illness) nursing model to guide them (Taua & Farrow, 2009). For the 
nurses then there is also the potential benefit in having a voice in describing their practice, 
and potentially informing future evidence-based practice guidelines. 
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Potential risks to taking part 
No overt risks were identified in regard to the nurses and carers in telling their stories 
aside from perhaps some concerns about confidentiality however full anonymity was 
guaranteed according to ethics requirements. Pseudonyms were to be used for all 
participants’ data in analysis and reporting. Important consideration was however, given to 
the possibility that an individual could potentially become distressed through recalling a 
previous traumatic experience. This traumatic recall could have occurred for any individual 
within any cohort but most particularly caution was enacted for cohort one, the people with 
ID, as they were asked to recall times when they were unwell and subject to an inpatient 
admission.  It was critical then to ensure the appropriate support people were involved. 
This was minimised by ensuring the first approach to explain the research to potential 
participants was by someone familiar to the person (Parkes, et al., 2007). In Parkes et al., 
(2007)  study only after it was identified that the potential participants might be interested, 
did the researcher become involved to gain formal consent. The ability to withdraw at any 
time was stressed and a support person to talk to, from their own network, if they became 
distressed was identified by the participant. The researcher has an extensive clinical 
background in mental health nursing and as such was confident to consider pending 
distress and seek support in a timely manner. The assistant also was an experienced ID 
nurse.  
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Figure 4.3: Process and stages undertaken to gain required Ethical Approval 
 
 
NZ Multi Regional Ethical Approval gained 
NB: The Multi-region Ethics Committee is primarily responsible for reviewing multi region or national health and disability research and innovative practice occurring in New 
Zealand. Multi-region or National research is defined as research conducted in more than one regional Ethics Committee region 
 
Overseeing educational institution Ethical Approval gained 
The University of Queensland 
 
Researcher’s place of employment Ethical Approval gained 
Christchurch Polytechnic Institute of Technology 
 
District Health Board Ethical Approval obtained 
Auckland District Health Board 
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Consent Book – Publication Two 
 Obtaining legitimate informed consent from participants is not simply about obtaining a 
signature on a form it requires a lot more (Research Ethics Review Committee WHO ERC, 
n.d). It is a “process of sharing information and addressing questions and concerns” (p. 1). 
Standard information sheets and consent forms were developed according to institutional 
protocol and as approved by the various ethics approval committees for cohorts two and 
three (see Appendix II). Gaining consent from cohort one was a much more focussed task. 
A consent book was developed embedded here Taua, C., Neville, C., 2012 Consent with 
people with ID: A practical resource. Queensland, Australia) The University of 
Queensland, (ISBN 9781742720890). This booklet describes how information was 
presented prior to gaining consent with this cohort. The book was used as an 
accompaniment to conversations between potential participants with intellectual disability, 
a carer or advocate, the researcher and a research assistant to facilitate information 
provision and consenting. The consenting process was walked though slowly with 
unlimited time allowed for questions and discussion. The pictures in the book were used to 
support the discussion. The book has large readable font supported by colourful visuals 
and was developed in the manner of a typical general information sheet that might be used 
in research and indeed provided similar detail to the information sheets provided to carers 
and nurses. This booklet has been embedded here in its original form, where it was 
developed in PowerPoint to enable large print, for ease of inserting.   
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Research participation – Publication Three 
The published article Taua, C., Neville, C. & Hepworth, J. (2014). Research participation 
by people with ID and mental health issues: An examination of the processes of consent. 
International Journal of Mental Health Nursing, 23(6), 513-524 also embedded below 
describes more fully the consent activities and precautions that were utilised or taken 
when gaining consent from participants with intellectual disability. Its final draft is inserted 
here (to protect copyright). 
Publication Abstract 
 
Balancing the demands of research and ethics is always challenging and 
even more so when recruiting vulnerable groups. Within the context of 
current legislation and international human rights declarations, it is strongly 
advocated that research can and must be undertaken with all recipients of 
health care services. Research in the field of intellectual disability presents 
particular challenges in regard to consenting processes. This paper is a 
reflective overview and analysis of the complex processes undertaken and 
events that occurred in gaining informed consent from people with intellectual 
disability to participate in a study exploring their experiences of being an 
inpatient in mental health hospitals within Aotearoa/New Zealand.  A 
framework based on capacity, information and voluntariness is presented 
with excerpts from the field provided to explore consenting processes.  The 
practical implications of the processes utilised are then discussed in order to 
stimulate debate regarding clearer and enhanced methods of gaining 
informed consent from people with intellectual disability. 
 
 
Keywords: capacity, consent, dual disability, intellectual disability, mental health, research 
ethics 
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Introduction 
The history of health care for people with intellectual disabilities exposes issues around 
disadvantage, exploitation, and at times over protection (Artnak, 2008; Bray, 1998; Dalton 
& McVilly, 2004; Freedman, 2001; Lennox et al., 2005; Taggart, McMillan, & Lawson, 
2008). Artnak (2008, p 243) highlighted times where people with intellectual disability were 
“discounted and denied their fundamental rights and privileges”; a period in which simply 
the presence of a disability justified unequal treatment, rampant paternalism and a ‘patient 
for life’ ideology. Alongside this there has been a dearth of empirical evidence around best 
care for people with intellectual disability with an associated belief they could not be active 
participants in research. Consequently, considering that people with intellectual disability 
are also faced with complexities involving health, economic and social issues, research in 
this area is imperative. The social and scientific benefits of including people with 
intellectual disability in research cannot be understated (McDonald & Kidney, 2012), and 
participation is a fundamental right (Watson, Richards, Hayes, Lecomte, & Taua, 2012).  
The absence of participation has commonly been attributed to the assumption that people 
with intellectual disability have the capacity neither to consent nor understand their role as 
research participants (Dye, Hare, & Hendy, 2007).  
The amount of research about issues faced by both people with intellectual disability and 
the health care services they access has increased (Taua, Hepworth, & Neville, 2011). 
However, this research was too often undertaken about people with intellectual disabilities 
rather than inclusive of them or previously undertaken without their consent and therefore 
without safeguards (Cleaver, Ouellette-Kuntz, & Sakar, 2010; Freedman, 2001; Taua, et 
al., 2011). The United Nations Convention on the Rights of Persons with Disabilities 
requires that all treatment options for people with disabilities are evidenced based (United 
Nations, 2006). In Aotearoa/New Zealand, in 2004, the Health Research Council and the 
Ministry of Health made a determined statement that there would be a focussed intention 
to undertake more research on disability issues (Ministry of Social Development, 2007) 
and to ensure this research should be including the voice of those with disabilities. 
Contemporary literature has shown that it is indeed possible to undertake research with 
people with intellectual disability  as long as the research is relevant, appropriately 
prepared and all suitable procedures are in place to ensure correct measures for capacity 
and overt consent gaining procedures are evident (Black et al., 2008; Boxall & Ralph, 
2010; Cameron & Murphy, 2007; Cleaver, et al., 2010; Dalton & McVilly, 2004; Dye, et al., 
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2007; Fisher, Cea, Davidson, & Fried, 2006; Freedman, 2001; Iacono & Murray, 2002; 
Inglis & Cook, 2011; Lennox, et al., 2005; McDonald & Kidney, 2012). 
People with intellectual disability have the right to self-determination wherever and 
whenever possible and this includes the right to decide whether or not to take part in 
research (Freedman, 2001). McDonald (2012, p 32) argued “neither the presence of a 
disability nor the absence of capacity should exclude an individual from participation”. 
Consequently, safeguards and risk minimisation around research practices mean 
vulnerabilities must be recognised and responded to appropriately. There are clearly 
complexities that may limit or at the very least suggest thorough and cautious processes 
and procedures regarding people with intellectual disability as research participants. Such 
complexities may include; limitations in cognitive understanding and/or abstract ideas, 
limitations in vocabulary, short attention span, reduced short-term memory; and difficulty 
with articulating long sentences. Time related questions, for example, ‘How long were you 
in hospital?’ or ‘When were you in hospital?’ are also often challenging (McDonald & 
Kidney, 2012). Therefore, Freedman (2001) asserted that it is the responsibility of the 
professional (i.e., health care worker, researcher, advocate) to ensure the person is 
protected from harm by balancing research methodologies and practices with appropriate 
ethical standards and the capabilities of each participant. Bray (1998) insisted that any 
research undertaken with people with intellectual disability is done to improve the lives of 
people with disability and influence positive change. Dalton and McVilly (2004) also 
stressed the importance of research being carried out for appropriate reasons to ensure it 
is of potential benefit. The research should maximise the benefits and minimise the risks. 
Of course, not all health research benefits the participant directly, most often it is 
undertaken to benefit future patients (Edwards, 2000). What is important in research such 
as this is that the participant is able to understand the benefits and risks and not expect 
any immediate outcome. In short, the wellbeing of the person must take precedence over 
the need for the research.  
The fundamental principles of ‘respect’; ensuring autonomy and self-determination, 
‘beneficence’; maximising the benefits and minimising the risks and ‘justice’; legal and 
moral, must prevail when research is being considered (Council for International 
Organizations of Medical Sciences, 2002). The duty of researchers to show respect for the 
individual, and remain sensitive to cultural difference is also essential (Nuffield Council on 
Bioethics, 2002). The Nuffield Council stressed the critical importance of avoiding 
exploitation of those considered vulnerable. Therefore research design must be rigorous, 
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relevant and of significance to the participants. It must ensure each individual is protected 
from exploitation and undue risks (Watson et al, 2012).  
The background to this paper is a qualitative research study (hereafter referred to as Study 
A) being undertaken in Aotearoa/New Zealand to explore psychiatric inpatient care for 
adults with dual disability (intellectual disability and mental health issues) from the 
perspective of three key cohorts: 1) People with a dual disability who have had an inpatient 
admission for psychiatric care; 2) Carers (paid and unpaid) of people with dual disability 
(during the time they received psychiatric care); and, 3) Nurses who have cared for people 
with dual disability during an inpatient psychiatric admission. Study A used an Appreciative 
Inquiry methodology to explore the positive aspects of mental health inpatient care of 
people with dual disability.  The overarching aims of the study were to understand what 
people with a dual disability and carers experienced during the time of an inpatient 
admission to a mental health service; to understand how mental health nurses managed 
the complex processes of determining and delivering care for people with dual disability 
and to provide evidence for best care informed by all three parties to the care relationship.  
This paper focuses on the first cohort, group one. Inclusion criteria for group one were;  
adults (aged 18 +) with mild to moderate intellectual disability who had been admitted to a 
hospital (for a period over 24 hours) within the last two years for assessment and/or 
treatment for a mental health problem. The person must be able to communicate in 
English.  
The purpose of this paper is to describe the processes undertaken to gain informed 
consent from individuals, from group one, to participate in research.  The focus of the 
discussion is an exploration of the practicalities of consent and data collection, within a 
framework of three key elements of consent; 1) Capacity; 2) Information; and, 3) 
Voluntariness (Freedman, 2001; Turnbull, 1977).   Selected excerpts from the field (in 
italics) are included in this paper to support the discussion.  The excerpts represent those 
events that actually occurred in the consenting process. Strategies were developed, in 
regard to significant authoritative evidence from the literature, and these are identified 
within the discussion.  
Particular ethical considerations 
An important consideration in this discussion is the impact of the dual disability on the 
person being invited to participate; potentially a double complexity. As the participants 
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were invited to talk about their experiences of times when they were considered to be 
mentally unwell, and required hospital admission, consideration was given to the possibility 
that an individual could potentially become distressed through recalling this experience. 
This required critical ethical deliberation and processes were put in place such as always 
requiring a support person to be nearby, the researcher having an assistant present in 
case one person become distressed and ensuring there was adequate time to be able to 
stop the interview and maybe recommence at a later stage.  As well, both the researcher 
and the assistant were registered nurses with clinical backgrounds in the field of dual 
disability providing experience of recognising early signs of distress and responding in a 
timely and appropriate manner. This is further elucidated in the following excerpts. 
Importantly, at the time this study was conducted the participants were considered 
mentally well enough to be living within the community and therefore aside from the 
support stated no further concessions were required than would be required for other 
people with intellectual disability.  
Study A gained multi region ethical approval by a national ethics committee in 
Aotearoa/New Zealand and university ethics approval in Australia.  
Recruitment 
Data collection methods were by either interview or focus group using a semi structured 
interview technique to invite people to talk of their experience. The person with dual 
disability needed to have been hospitalised within the previous two years and have the 
ability to discuss their experience. The reason for the two-year time limit was due to 
potential recall bias if the timeframe is too long (Lennox, 2005). Figure 4.4 is a structural 
diagram of the process used, from information about the study through to data collection. 
To recruit participants with dual disability the researcher publicised the research to 
numerous services. Flyers were sent and several services displayed these telling the 
clients about the study and allowing them to make their own decisions about participating 
(see Appendix I). This last point was stressed very strongly by the researcher to ensure 
staff did not coerce potential participants. In other instances staff in the services spoke 
directly to clients telling them about the study explaining how they could participate. The 
researcher had no control over who was given the information at this stage. In one service 
possible participants were identified by senior staff (remembering that the person needed 
to have the ability to recall and articulate their experience) and the researcher was then 
invited to talk to small groups to explain the study. Eleven individuals were invited to take 
 107 
part in the consenting process and nine eventually consented. These nine were from five 
different services in three main regions in Aotearoa/New Zealand.  The gender mix was 
two females and seven males with the same ratio (2:7) of Maori to non-Maori.  
Figure 4.4: Structural design of Consent Process 
 
 
 
 
 
 
 
 
 
 
Capacity 
The legal assumption for everyone must presume capacity for decision making until 
proven otherwise. Legally every individual must be presumed to be able to make their own 
decisions, unless it is proven otherwise (IHC New Zealand, 2008). Speaking of consent 
Turnbull (1977, p 7) referred to the mental capacity of an individual to acquire the 
knowledge and ability to “select and express one’s choices” and to “engage in a rational 
process of decision making”. The individual who is to consent must have the capacity to 
not only understand the protocol but also be able to decide whether to participate or not 
(Black, et al., 2008). In other words, the person must not only know what is to happen to 
them, they must be able to  consider the reasons why or why not they would choose to 
participate,  that is; the benefits and the risks and how these apply to them as an 
individual.  
There has been extensive discussion regarding the consenting capacity of people with 
intellectual disability (Boxall & Ralph, 2010; Cleaver, et al., 2010; Dalton & McVilly, 2004; 
Dye, et al., 2007; Fisher, et al., 2006; Freedman, 2001; Iacono & Murray, 2002; Inglis & 
Cook, 2011; Lennox, et al., 2005; Veenstra et al., 2010). These authors refer to the many 
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generalised yet often erroneous assumptions that people with intellectual disability do not 
have capacity to understand and therefore provide informed consent. People with 
intellectual disability should never be assumed incompetent merely on the basis of having 
an intellectual disability, the decision must be individualised according to the context, on a 
“case by case basis” (Freedman, 2001, p 133). People with intellectual disability have the 
same rights as all other people in regard to choosing whether or not they wish to 
participate in research (Bray, 1998).  What is important is that all information and 
documents are provided at the appropriate level for each person to understand. The first 
assumption therefore should always be that the person has capacity to consent and it is up 
to others to determine otherwise.  
The notion of informed consent is well discussed within healthcare environments and in 
those situations it is clearly based on the notions of “freewill, capacity and knowledge” 
(Dougall & Fiske, 2008 p. 71). Dougall and Fiske (2008) present a useful framework from 
the practice dental care for vulnerable adults that easily relates to consenting processes in 
research. When assessing capacity, these authors (p. 72) suggested a two-stage test 
which considers impairment or disturbance to a degree that it limits capacity to make 
decisions. Figure 4.5 provides a diagrammatic representation of the two- stage test. If it 
gets to the stage where the person is believed not to have capacity then the next step in 
the process may be that alternative decision makers are considered, or the process should 
discontinue (Dougall & Fiske, 2008).  Dougall and Fiske (2008) also cautioned that the 
researcher must ensure the person is feeling comfortable about discontinuing, as they may 
have already invested significant time in the process. In Study A determination of capacity 
occurred initially at the gatekeeper level however we were always cognisant of it during the 
consenting processes as well.  
The decision to undertake research with people with intellectual disability must not be 
taken lightly and rigorous ethical safeguards must be in place (Dalton & McVilly, 2004; 
Freedman, 2001). In determining capacity, one must ensure the person understands what 
they need to do to participate, how the research actually applies to them as well as the 
risks and benefits (Freedman 2001). The level of decisional capacity must also be 
established with regard to the actual or potential risks faced by the consenting individual. 
The risk level in a study might initially appear very low if there were no invasive procedures 
however, nothing can ever be guaranteed when asking people to participate in research. 
For example, research requiring a person with intellectual disability to participate in a 
clinical trial of a new treatment modality may not be appropriate if they are unable to 
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understand the model being studied. On the other hand, they may be able to talk about 
their experiences of residential care (Freedman, 2001; Watson, et al., 2012). However, 
capacity should also be considered on a continuum and each person should be assessed 
individually.   
Figure 4.5: Two Stage Test 
 
 
 
 
 
 
 
 
 
Managing emotional responses during the consenting process 
Providing informed consent is not only about an individual’s cognitive functioning it also 
requires an emotional response (Freedman, 2001). It is well recognised that people with 
intellectual disability encounter the full range of mental health issues experienced by the 
general population and indeed even more so with prevalence ranges reported from 25 - 
40% compared with ~20% in the non-ID population (Boxall & Ralph, 2010; Cooper, et. al., 
2007; Deb, Thomas, & Bright, 2001; Hatton, 2002).  Fisher et al. (2006) cautioned that 
having a dual diagnosis of mental illness and intellectual disability could exacerbate 
communication issues and affect the ability for an individual to reason and process 
information.  Freedman (2001) cited examples such as an individual with paranoia who 
could become fearful, or someone with depression who due to feelings of hopelessness 
may have difficulty accepting that there could be any benefit to participating. Therefore, 
assessment of the person’s emotional state is also critical in deciding whether the person 
is able to give informed consent freely.  In Study A, the potential risks for each person 
while considered minimal were never underestimated by the researcher. The obvious risk 
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was the potential for a person to become distressed in talking about a period of time when 
they were unwell requiring hospitalisation.  
One participant did become distraught when talking about interactions with his nurse. 
While the interactions he described were positive, the recall of his emotions at that time 
was upsetting for him. Another participant required a great deal of reassurance that by 
talking about hospital did not mean he would be returned there. He asked that question 
often during the consent process and during the interview made the self-referring 
statement, “I’m not going back there today”. Constant reassurance was given. Another 
participant asked for reassurance around confidentiality frequently during an initial 
meeting; she was concerned that her story would go to the media. Therefore, while these 
seem minor risks in the broad realm of research they were critical for each person involved 
and required, first, acknowledgement of the issue and its seriousness for the person, and, 
second, reassurance to ensure that any concerns would not eventuate.   
Prior to and following the consenting process 
While the frameworks for addressing research participation should not differ from those for 
persons without disabilities, researchers must recognise people with intellectual disability 
are more vulnerable in many instances. This then requires more rigorous and ethical 
considerations. Frameworks for researchers to follow during the consent gathering 
process have been developed by Dougall and Fiske (2008, pp. 73–75) and presented here 
with minor adaptations and additions. The researcher guidelines during the consent 
gathering process included the following points, while gathering consent and summarizing 
the discussion and recommendations in this paper: 
1. Communicate slowly and clearly, quiet location with 
minimal interruptions. 
2. Concepts and questions introduced one point at a time. 
3. Use an appropriate level of language for each individual. 
4. Provide a written copy of the key points (use colour 
where possible). 
5. Combine words and pictures wherever possible. 
6. If possible, encourage the person to take their own notes 
so they can check back with you. 
7. Explore other ways of providing information if written 
and/or verbal information do not work (e.g. video, audio, 
pictorial). 
8. Use diagrams and flowcharts wherever possible (at least 
have several different formats prepared). 
9. Ask the person to repeat back frequently to confirm 
understanding. 
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10. Utilize a support person/translator, as necessary. 
11. Allow enough time. 
 
A list of reflective questions that the researcher should ask of the participant, support 
people, and self, immediately following consent was also developed and included: 
I. Did I provide all the information needed? 
II. Could the information be presented in a way that is easier to 
understand (e.g. visual aids, or with simpler language)? 
III. Have I fully explored all the different methods of communication? 
IV. Did I ensure the right supports/people were in place in order to 
prevent coercion? 
V. Have I explained all the risks and benefits? 
VI. Did I allow enough time for questions? 
VII. Did I check back frequently enough? 
VIII. Was the environment appropriate/conducive? 
IX. Have I documented the consent process thoroughly? 
Information  
Dalton and McVilly (2004) outlined the ethical requirements for research with people with 
intellectual disability stressing the need for rigorous ethical safeguards to be in place to 
promote and protect the health and safety of participants. The Declaration of Helsinki 
(World Medical Association, 2013) states that in all research the “well-being of the 
individual research subject must take precedence over all other interests” (p. 1). An 
important consideration therefore is to ensure the information regarding the study and 
participation is appropriate to the needs of each individual (Rodgers & Namaganda, 2005).  
All researchers have an ethical responsibility to ensure they utilise effective 
communication techniques to aid the participant’s understanding of the research 
(Freedman 2001). This communication is not just about the dialogue of gathering consent, 
it also includes the methods in which information is presented.  
Written material  
Obtaining valid consent requires the researcher to ensure information is provided in 
accessible formats (Boxall & Ralph, 2010).  The content of this information is also critical. 
Generally, all research information documents have a standardised format outlining 
important areas such as the purpose of the study, what happens, privacy, benefits, risks, 
costs and withdrawal without penalty. Prior to the consent process, the researcher should 
determine what methods might be best for each participant or if unable to do this should 
have a variety of methods available (Freedman, 2001). A person with an intellectual 
disability has the right to receive information that he or she can understand, and which 
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takes account of his or her individual circumstances, such as level of understanding, 
reading ability, and knowledge about research and research requirements. Examples of 
information could include concrete visual aids such as written media, or video. Depending 
on the type of involvement, role-play scenarios or case exemplars might be more useful. 
Freedman (2001) suggested information should be given in small increments and basic 
language avoiding wherever possible any technical terms that may not be understood or 
familiar.  
In Study A, we developed a 23-page book titled ‘Consent book’ to facilitate information 
provision and consenting. The book had large readable font supported by colourful visuals 
(see Figures 4.6 and 4.7 for sample pages). Feedback on this booklet was obtained from 
various personnel and advocates from different services and was developed and refined 
through much iteration before its finalisation. The researcher, at times with an assistant 
would sit with the participant/s and work through the Consent Book. The guidelines for this 
process (adapted from Dougall & Fiske, 2008) had been developed to guide the 
researcher. One participant halted the process frequently when he felt the researcher was 
talking too fast as he had basic reading skills and was following the sentences very 
carefully. Another was confused about the picture of the ‘tape recorder’, actually a 
Dictaphone, and asked about that. Time was then spent playing with the Dictaphone 
recording our voices and listening back in order to help them understand the purpose and 
function of it. This was often amusing for the participants and ameliorated confusion and/or 
fear. On reviewing the word used for Dictaphone in the information sheet, an assumption 
that the person would not understand the word Dictaphone become evident, with the 
realisation that the correct term should have been used. The actual device in front of them 
did not look like a tape recorder and therefore the use of that term was incorrect. The 
Consent Book was considered favourably as each participant happily took it with them. 
Sometimes it took up to 20 minutes to gain consent using this process but it was thorough 
and meaningful. 
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Figure 4.6: Sample page from the consent resource: Decision time. 
 
 
 
 
 
 
 
Figure 4.7: Sample page from the consent 
 
 
 
 
 
 
 
 
Confidentiality is of course a key requirement for all research and the expected safeguards 
were in place. However when focus groups are used researchers need to be more 
perceptive to confidentiality and privacy issues (Griffin & Balandin, 2004). Usual rules 
around privacy and confidentiality issues within focus groups are clearly stated prior to 
commencing groups and this was also evident in Study A. However we could not assume 
that this would be enough to reassure participants or guarantee privacy and confidentiality. 
Two different consent books were developed; one for individual interviews and one for 
focus group interviews. The focus group booklet stressed more strongly the importance of 
trying to keep other peoples stories secret and ground rules were developed. We also 
revisited the importance of keeping the stories private throughout the interviews. 
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Allocating sufficient time for the consenting process 
Time is another important aspect in consent gathering with this group of people (Cameron 
& Murphy, 2007). Extra time must be allowed for participants to process the information. It 
is best if the researcher is able to spend time explaining the research and offering 
information for consent and that the participant has time to discuss this with others, for 
example advocates, prior to providing consent. The involvement of advocates during the 
time when information is being provided and consent being gathered can also expedite the 
process. 
In Study A, a time limit was not really considered a limiting factor for the researcher. It was 
important that as much time as possible was available for each potential participant to 
work through the consent process. One participant spent a great deal of time chatting 
throughout the consent process, wanting to tell his stories there and then. With regular 
redirection, consent was finally obtained, the advocate left the room and the interview 
commenced. The participant spoke for seven more minutes then stated he had said 
enough although most of what he said was prior to consent being signed and therefore 
was not recorded.  
On another occasion the researcher met four potential participants at separate information 
meetings to discuss the research, taking time to develop rapport with each person, 
allowing time for questions and finishing with a general discussion. The interviews were 
then arranged for a week later. Having this initial meeting allowed these potential 
participants time to talk with support staff or significant others over the subsequent week 
about what was to occur in the interviews. 
Voluntariness 
Underpinning the notion of informed consent is that the decision to participate is made 
voluntarily and without coercion and each individual has the freedom to decline or 
withdraw without any adverse effect. Voluntariness is about an individual, without pressure 
or coercion, being able to reach a decision whether to participate or not (Iacono & Murray, 
2002). All researchers are required to attend to issues of potential coercion. For people 
with intellectual disability, the risk of the coercion is amplified. Just the character and 
impact of the intellectual disability itself may present communication misunderstandings.  
Social isolation may produce limited life experiences. Limited social skills and minimal or 
no understanding of coercive situations increases this risk (McDonald & Kidney, 2012).   
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Essentially informed consent provides the person with full information about a procedure 
or activity in which they are being asked to take part or accept. This of course includes 
risks as well as the benefits. However, it is not only about the need to provide information it 
is also about the checking in that information has been understood in order for the person 
to be able to make a voluntary decision. This must never be assumed until understanding 
has been thoroughly checked. The person must be willing and able to agree to what is 
being suggested.  
The involvement of advocates 
Often consenting to research for people with intellectual disability means that an advocate, 
such as a support worker, family member or health professional, is involved.  That 
additional party is present throughout the stages of requesting participation, the 
information sharing process and the consenting process. The absence of an advocate 
often limits participation opportunities. Without an advocate there is also a risk for 
exploitation and abuse of potential participants. Freedman (2001, p.139) suggested it is 
often those in the advocacy role who also understand the persons value and belief 
systems and are therefore well placed to guide the person in understanding the research 
and are able to rephrase unfamiliar terms. Equally, the person may feel more comfortable 
asking questions of their advocate rather than a researcher.   
In Study A, an advocate sat with some of the potential participants as consent was 
gathered. Other participants entered the consenting process without an advocate present, 
however they were always nearby. When an advocate was to be present, a conversation 
between the researcher and the advocate preceded the consent process. This 
conversation was essential in order to explain to the advocate the importance of 
minimising coercion. It was also an opportunity to ask the advocate to let the researcher 
know if they noticed that the participant did not seem to understand the process. This 
proved effective to guide both the researcher and the potential participants in their 
conversations. One example of this was when checking the understanding of each step 
through the information process one potential participant was not able to repeat back what 
had just been described and the advocate explained that the individual would not be able 
to do this and advised to repeat the statement in a different way; this proved helpful and 
enabled the consenting process to proceed 
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If an individual declines consent, their decision must be respected and there must be no 
negative consequences to this decision. Informed consent is therefore about 
independence and autonomy whereby the person feels empowered enough to make their 
own decisions and understand their right to say no. There should be choice and whatever 
choice is made must be respected. 
In Study A, the researcher had information meetings with two potential participants who 
had happily agreed to take part in a small focus group a week later, they ordered what 
they wanted for refreshments (cakes) and expressed how much they were looking forward 
to my return. On the day of the focus group, we met and proceeded through the consent 
process, working our way through the Consent Book. At the end one participant declined 
to participate stating she had changed her mind, the other then also declined asking if she 
could now have her cake.  
For many people with intellectual disability their experiences around health care have 
meant  that they have learnt to acquiesce or assent in order to minimise any negative 
effects on them or because they did not understand freedom of choice. Freedman (2001, p 
137) cited Sachs’ et al. (1994) definition of assent as the: “willingness of a subject to go 
along with, or not object to the proposed study”. This is a critical consideration for people 
who have been subject to lifelong health care interventions or often years of 
institutionalisation where they have learnt it is easier to assent or conversely have not 
learnt how to decline consent. Assent in this respect is also an important consideration 
when an advocate is providing consent. Although the advocate has provided consent, the 
person may express unwillingness in other verbal or nonverbal ways. Freedman (2001) 
provided an example of this in describing a man for whom the support person had 
consented him to participate in research. The man was pacing and banging his fist on the 
table, he did this until he was assured he would not be taking part. Conversely, when a 
surrogate has declined consent the person may indicate they wish to take part. In 
instances such as this, the researcher would need to meet with both parties to review the 
request, gain an understanding of the concerns and issues and explore options for both 
parties to agree (Freedman 2001). The overarching principles then are clearly around 
capacity and the rights of the individual.  
Undertaking research with vulnerable populations however, does mean that advocates are 
often present and immediately increases issues around coercion (Lennox, et al., 2005; 
McDonald & Kidney, 2012; Stalker, 1998). If the advocate believes the research is in the 
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person’s or their best interests they often respond to that need by encouraging the person 
to take part, this may be purposeful or inadvertent and researchers must be alert and 
cognisant of the associated potential risks. This issue is also required to be considered by 
ethics committees (Boxall & Ralph, 2010). 
To minimise coercion and ensure voluntariness it must be recognised that in any health 
care or research situation, there is always a power imbalance and therefore how 
relationships are established is critical (McDonald & Kidney, 2012 p 33). The role of the 
researcher and the intentions of the research should therefore be clearly outlined prior to 
any consent process. A relationship must be established foremost so issues of 
comprehension can be managed. This relationship does not need to be longstanding as it 
is primarily about the connection between the researcher and the potential participant so 
communication is eased. This is even more critical with people with intellectual disability as 
the researcher may grapple at times with some of the communication and cognitive 
differences faced. The researcher must be certain that the ensuing description of the 
research and the gathering of consent will be understood and can then ascertain if an 
advocate may be required for translation. Not every researcher may have the skills 
required to communicate in the many diverse ways that might be necessary.   
Clearly then in order to facilitate the processes of recruitment and participation, the skill of 
the researcher is also critical. Dalton and McVilly (2004, p 61) insisted that ethics’ 
committees approving research projects studying people with intellectual disability ensure 
that the researchers undertaking the study are “competent to do so and are being 
supervised by appropriate specialists”. Researchers must have the ability to communicate 
and build a rapport (McDonald & Kidney, 2012; Cameron & Murphy, 2006). The 
preference is that the researcher has some experience interacting with people with 
different communication styles but this is not always possible. However, there are other 
options; interviewers can be trained, self-advocacy groups can be used and as already 
recommended advocates may be present (Becker, Roberts, Morrison, & Silver, 2004). 
As the research information and consenting processes proceed, a vital aspect is for the 
researcher to determine the participants’ expectations of the relationship, so no unrealistic 
expectations are assumed (Fisher, et al., 2006; Iacono & Murray, 2002; McDonald & 
Kidney, 2012). A simple enquiry is to ask the participant why they have agreed to 
participate. Key risks cited by McDonald and Kidney (2012) is that researchers in 
approaching potential participants give minimal attention to explaining the risks and 
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benefits to participants or participants may expect an on-going relationship with the 
researcher that cannot be fulfilled. The relationship therefore must be overt and 
understood.  
To determine if consent is truly informed, the positive indicators for consent need to be 
present. These have been described by Cameron and Murphy (2006, p 115) as including: 
a high-level of engagement (e.g. eye contact, body language); relevant elaboration (e.g. 
verbal comments indicating willing to take part); and, positive nonverbal responses (e.g. 
nodding). Doubtful indicators must also be accounted for and these include: low level of 
engagement (e.g. lack of eye contact, indifference); concern that the response was overly 
acquiescent (e.g. agreeing without clear understanding); and, ambivalent nonverbal 
responses (e.g. negative facial expression). 
Gaining access to potential participants from disability service providers is often difficult 
when there are gatekeepers who are not supportive of the research for various reasons 
(Lennox 2005). Some fear that their services or staff employment may be at risk or that 
their service may be evaluated in a negative light. The need to protect people is often cited 
as a primary reason. MacDonald and Kidney (2012, p. 28) spoke of the importance of 
allowing people the dignity of risk much like anyone else. Gatekeepers can conversely aid 
the research processes by ensuring ethical standards have been met. Careful 
consideration should also be given to how significant people (for example from the 
person’s support network will be informed about the research. Caution is however required 
here to ensure that potential participants experience no coercion in making their decision. 
This can also be minimised by ensuring the first approach to explain the research to 
potential participants was by someone familiar to the person (Parkes, Samuels, Hassiotis, 
Lynggaard, & Hall, 2007). In Parkes’ et al., study only after it was identified that the 
potential participants might be interested, did the researcher become involved to gain 
formal consent.  
Process consent 
Once informed consent has been obtained, researchers should not consider that this is all 
that is required. By the mere fact of the person having an intellectual disability and the 
reasons mentioned earlier regarding communicative and cognitive and/or emotional 
capacity, researchers are advised to undertake process consent (Tuffrey-Wijne, Bernal, & 
Hollins, 2010; Watson, et al., 2012). Process consent is the importance of “paying 
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continuous attention to the question of whether the participants remained willing to engage 
with the researcher” (Tuffrey-Wijne, Bernal, & Hollins, 2010 p. 225). To ensure this the 
researcher should regularly ask the person if they are happy to continue participating, if 
they still understand why they are here and what they are doing. The benefits and risks 
may also need to be reiterated. As stated previously the person may assent once they 
have started the process merely because they do not know how to say no and therefore 
the researcher must be alert for signs of discomfort or unwillingness. Any signs should be 
an immediate alert to conduct process consent. The indicators of engagement described 
earlier are useful to guide the potential need for on-going consent.  
In study A, in one focus group a participant become distressed talking about his nurse 
therefore process consent was critical. The recording was stopped while the person took 
time to recover. Willingness to continue was sought very carefully at this stage with both 
the participant who was distressed and another participant who also was showing a great 
deal of concern about his peers’ anguish. They both agreed to continue and articulated 
awareness of what had just occurred.  
Conclusions 
We have written this article to highlight the key issues and considerations in undertaking 
research with vulnerable people. We hope that the strategies and complexities highlighted 
will encourage other researchers to undertake more inclusive research with people with 
complex needs. We submit that creative research methods offer a further means of 
inclusion for people with intellectual disability. We also hope that this article will stimulate 
debate in this field and perhaps even beyond the research environment to the notions of 
informed consent in disability services.  
It is crucial that people with intellectual disability are encouraged, enabled and included in 
research. Methodologically thorough and rigorous research is necessary in health care in 
order to provide an evidence base and generate positive change, yet recruiting people with 
intellectual disabilities continues to present challenges for many researchers (Cleaver, et 
al., 2010; Freedman, 2001). People with intellectual disability have a legislated right to 
have high quality research undertaken about them and research must be undertaken by 
researchers with the skills and understanding to ensure inclusion and protection. There 
should be choice by all potential participants and that choice must be respected. Coercion 
issues must be considered and the presence of a consumer advocate/family carer/health 
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worker is required to ensure participant recruitment is overt and not coercive. Participants 
must feel comfortable to decline to take part and be given adequate time to make this 
decision. No finite recommendation can be articulated in regard to time, as each situation 
must be determined in its own right. The researcher should never assume that one act of 
consent is all that is required and a mechanism of process consent is recommended. 
Research processes should follow clear ethical principles and processes by checking back 
after each data gathering activity.  
Research with people with intellectual disability should maximise the benefits of the 
research and minimise the risks and those who are to conduct the research should be 
competent to do so and if needed be appropriately supervised. Consideration must be 
given to the possibility that an individual could potentially become distressed through 
recalling a previous traumatic experience or uncomfortable memories. Again, it is critical to 
ensure appropriate support people are available in case.  Article 25 of the Convention on 
Rights of Persons with Disabilities (United Nations, 2006, p 16) states that health workers 
“provide care of the same quality to persons with disabilities as to others, including on the 
basis of free and informed consent by, inter alia, raising awareness of the human rights…” 
. The basic frameworks for participant recruitment should not differ too dramatically for any 
person, as there is a level of risk for all participants in research. It is critical however, that 
researchers recognise the higher levels of vulnerabilities in this group and ensure that their 
recruitment processes are rigorous and respectful.  
In summary there are many ways researchers and health professionals can help facilitate 
ethical consent gaining processes. This paper has identified the processes that were put in 
place for one research study to enable people with dual disability to be full and active 
participants in the research about their experiences of being in-patients. These processes 
were found to be beneficial to progress the research conduct while maintaining the highest 
ethical standards and therefore may be generalisable to other studies. The close 
examination of the approaches to developing consenting processes that this paper 
describes may also have wider implications in relation to consent gathering in clinical 
practice, and stimulate debate in this important area. 
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Establishing rigor 
Constancy and processes to obtain rigor are essential in all qualitative research (Morse, 
1989). A technique that adds to rigor is credibility. Member checking is proposed to be the 
most crucial technique for establishing credibility (Lincoln & Guba, 1985). This activity 
allows those who have provided the data to validate it (Goulding, 1998). However, this is 
not always possible due to various practical problems such as the ability for some 
participants to manage the amount of data that arises as transcripted text or trying to 
locate people a while after the data collection has taken place. The process of member-
checking itself can lead to misperception rather than corroboration as participants may 
change their minds about an event at a later stage (Sandelowski, 1993).  Often individuals 
who have taken part in interviews are not able to recall what statements they have made 
so any potential benefits in member checking may be lost. Nonetheless, it was agreed with 
all participants that they could come back and talk about anything they were concerned 
about or wanted to talk about more. Ability to withdraw data up until the point it become 
amalgamated with other data in the analysis was also explained (see Appendix III). 
However analysed findings were subjected to a degree of member checking at the AI 
Design phase where a subset of participants was brought together as a collaborative 
cohort (further discussed in Chapter Eight).  
Confirmability is another rigorous process principle and refers to the importance of leaving 
an audit trail (Schneider, Elliott, LoBiondo-Wood, & Haber, 2003). Schneider et al., (2003) 
describe an audit trail as a record of activities that can be followed by another individual. 
While there is some dissension regarding whether another researcher may or may not 
agree with the conclusions, the processes to get to them must be clear (Morse, 1989).  
The processes associated with the methodology in this study resulted in a vast amount of 
data which would not be manageable without a system to categorise it. This systematic 
control ensures easy audit when required.  
A further criterion that may be considered in ensuring rigor is transferability or 
generalisability. In qualitative research this refers to whether the findings have meaning to 
others in similar settings. Undertaking focus groups or interviews throughout different 
regions in one country will support this to some degree. Whether or not the findings can 
then be generalisable beyond the regions of study is not something to be determined by 
the researcher but by the user of the findings (Streubert, 1995).   
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Data collection 
Three sets of demographic data were collected from all groups (see Appendix IV) to 
understand the context of each group. From cohort one, information regarding number of 
hospital admissions, length of hospital stay as well as psychiatric diagnosis, age, gender 
and ethnicity was gathered. For cohort two the data gathered a brief description of the 
nature of the carer role and length of time person had been in the carer role. Cohort three, 
the nurses, provided data on gender, age, initial nursing qualification, year of initial 
registration, post registration training/education/ qualifications, length of time working in 
mental health and/or ID, current area of work.  
Focus groups or individual interviews were undertaken separately with one of the three 
groups (people with ID). A focus group involves a discussion between small numbers of 
participants. It is led by a facilitator or moderator in an attempt to gain an awareness of 
participants’ experiences, perceptions and/or attitudes (Hennessy & Heary, 2005). 
Interviews were undertaken with the carers and nurses.  
The focus group is a method that researchers have adopted more recently in undertaking 
research with people with ID. This method is seen as enabling and supportive in this type 
of research. Several benefits have been suggested to employing this technique with 
people with ID, namely, the focus group can occur in a context of a familiar environment, 
co-participants who may be known to each other can make the activity more comfortable, 
it can be non-threatening and the actual dynamics of the group can encourage member 
participation (Gibbs, Brown, & Muir, 2008). The recommended number of people per focus 
group is usually six to ten  but it was thought that two to four people per focus group was 
more manageable for this study as a person with an ID may require support in 
communicating or find the process itself complex. Having a lesser number is also preferred 
to allow all to have a say and avoid any feelings of being overwhelmed by a large group 
(Manthorpe, Alaszewski, Gates, Ayer, & Motherby, 2003). 
 Individual interviews took place with some people with ID, carers, and nurses. This 
decision was made to have only interviews with carers due to the potential or actual 
diversity of the carer group in that some may be employed staff and others may be family 
members who may be reluctant to speak in the presence of paid staff. Due to the limited 
number of nurses in each region who agreed to participate, individual interviews also took 
place.  
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The interview technique is particularly important in any data collection and particularly 
important with consumers of health care services. Caution is expressed in interviewing 
people with ID to minimise a well-known phenomenon; that of acquiescence by responding 
with the simplest answer or a single one that a person with ID thinks the interviewer wants 
to hear (Sigelman, Budd, Spanhel, & Schoenrock, 1981).  It is therefore important to avoid 
a formal interview style that can, for some individuals, seem intimidating or interrogating 
and not encouraging. A relational mode of questioning was used to ensure the discussion 
was participatory and encouraging of storytelling. Further recommendations that were 
followed in interviewing were around frequent review and summarising as the interview 
progressed (Gentile & Gillig, 2012). This not only enables checking in to see if what is 
being said is what was intended, it helps with refocussing and provides opportunity to add 
to what has already been said, or to clarify. A further issue that occurs at times when 
asking individuals to recall previous events is ambiguity (Gentile & Gillig, 2012). These 
authors stated that often recall is without “order or a sense of relationships between 
events” (p 114). Using ‘anchor events’ to focus in is helpful. This was able to occur 
frequently in talking about the experiences of being in the hospital rather than just referring 
to a time when an individual was unwell. The hospital was tangible as such.  Further 
discussion on interview techniques used are in the Consent publication (Research 
participation by people with ID and mental health issues: An examination of the processes 
of consent) inserted from page 114 in this chapter. The researcher has 20+ years of 
clinical experience in mental health nursing with eight of these in the specialist scope of 
dual diagnosis (ID and mental illness) and as such felt competent, confident and aware of 
communication needs and styles with people with ID including the need to be patient and 
clarify any statements made by self to ensure understanding. 
Data saturation  
Data saturation is an important characteristic in data collection and analysis (Francis et al., 
2010). Strauss and Corbin (1998) described saturation occurring at the point in which no 
new data are arising or there are minimal variations to the theorised patterns that have 
emerged. There is some caution with this however as this is not always possible in 
qualitative research methods or it is not always easy to state this as a fact. Theoretical 
sampling continued in this study until data saturation occurred and the discussions were 
starting to repeat or additions were being provided in only a minimal way.  
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Preparing for interviews/ focus groups with cohort one  
An ice breaking activity was used at the beginning of each focus group to open  
communication and to provide an idea of  who might “try to dominate the discussion and 
those who would need to be encouraged to take part” (Costley, 2000 p 169). Costley also 
suggested turning the dictaphone on as soon as individuals begin to enter the room for 
focus group activities so that all interactions are recorded and to minimise any break in 
conversation. The Dictaphone also then becomes less conspicuous. The ice breaking 
activities were varied and consisted mostly of general chatter around interests, the 
weather and recent events as well as making time to understand the workings of the 
Dictaphone. The latter is also mentioned in the consent article embedded in this chapter 
also from page 114. It was also planned that an interpreter might be needed for some 
participants. Safeguards around this were that the interpreter would sign a confidentiality 
form regarding any information that is stated within the group and their role as a member 
of the focus group was to be explained at the beginning of the group. An interpreter was 
never required as all participants were able to articulate their experiences to varying 
degrees.  
Reflexivity 
A key consideration in qualitative research is the notion of reflexivity regarding the 
researchers own feelings and understandings especially during focus group discussion 
and data analysis. Reflexivity requires self-awareness and critical self-reflection by the 
researcher on actual or potential biases and pre-dispositions and how these might affect 
both the process of the research and the conclusions. Reflexivity was especially important 
in this study in regard to the evaluative appreciating inquiry methodology. Memo writing is 
recommended in qualitative methodology (Strauss & Corbin, 1998) and was kept 
throughout the data collection and analyses stages. These notes are “a record of analysis, 
thoughts, interpretations, questions, and directions” (Strauss & Corbin, 1998, p 110). 
Memo notes were taken parallel to the focus groups/interviews and data analyses 
processes in order to record and be cognisant of the potential impact of my own thoughts, 
interpretations, and questions on emerging themes.  
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Enacting the Four Phases of Appreciative Inquiry 
The following briefly outlines the four phases of the model. As I work through these I will 
explain how each of these stages was actioned in this study with each cohort during data 
collection and analysis phases. 
Discover 
Discovery is about the identification of organisational processes that work well. In this 
beginning phase people talk to one another (focus groups and interviews) to discover the 
times when the organisation is at its best (Seel, 2008). These stories are told as richly as 
possible and from them people start to discover the ‘positive core’, what gives life to the 
environment when it is at its best.  
This discovery phase occurred in the first round of interviews/focus groups where people 
were asked to talk about their experiences. Each participant was supported during the 
interview to discuss their experiences (tell stories) through a range of semi-structured 
questions (see Tables 4.1, 4.2 and 4.3). It was essential to emphasise at the beginning of 
interviews that while the research was seeking to explore positive aspects, participants 
were free to express whatever they wished. This was important to ensure the research 
was balanced and not completely biased towards the positive – thereby ignoring the truth 
of the experiences. The field of this study is a complex field incorporating the experiences 
of participants at some very difficult times. The responses to the questions therefore are 
not always positive. When negative responses arose the  task was for the researcher to  
explore further to see how the participants thought these less positive experiences can be 
overcome; the ‘how might this be done differently’ question. Another key aspect was to 
make certain participants understood that this was not an evaluation of them and their 
actions it was an opportunity to talk about whatever mattered to them; an exploration of 
their experiences. 
Dream 
The dream phase is where people are encouraged to envision the organisation (or their 
experience) as if the peak moments revealed in the ‘discover’ phase were the norm rather 
than the exception (Seel, 2008). For example, “What would things be like if…?” This is the 
time to envision what would work well in the future. It is at this point that one may 
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challenge the status quo and become creative and able to envision a preferred future, new 
possibilities. Participants at this point can imagine their future and start to give it shape.  
Each interview/focus group concluded with the dream phase where participants were 
asked in reflection of what they had revealed “If you had three wishes for the inpatient care 
of people with ID to be the best it could be, what would you wish for?”  Depending on how 
well this question was understood, other iterations of the same question were asked. 
Participants were asked to reveal three wishes if possible. The data from these two 
phases were then transcribed and analysed. Each cohort was analysed independently at 
this point. Discover and dream findings will be further discussed in Chapter eight. 
Design 
The design phase enables consideration of key features needed to enable the dream.  
This is the forecasting and prioritising phase, the time to construct the social architecture 
of the organisation (Seel, 2008). Work moves beyond dreaming to planning to achieve it. 
This is where strategies are developed.   
To progress through this stage a representative sub-group was bought together including 
two people with ID, one nurse and one carer, the researcher and an assistant. This 
collaborative meeting occurred several months after initial data collection. The group met 
for a two hour symposium where we explored what was now known though a series of 
discussions, and brainstorming complemented with visual hand-outs of current findings 
from the first two phases. It was at this point that the group started to describe their vision 
for the future informed by the data and findings from all participants. This will be further 
discussed in Chapter Eight. Given the method of undertaking this research (where the 
participants were not in one group) there was no obligation for each participant to follow up 
the interviews with an Action Plan, they were however asked to consolidate their stories 
with some visionary statements for the future.  Some people may have transferred these 
visions into action plans but this may have been something they could have done anyway. 
The collaborative group worked together revealing a range of positive images and 
statements to be enacted and recommended. These may also be referred to as 
‘provocative propositions’ reflecting an innovative vision (Lewis, Passmore, & Cantore, 
2011). These will be explained and discussed in Chapter Eight also.  It is at that point in 
this thesis where the focus of this study becomes formalised into an action plan. 
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Destiny 
This is the final phase of this process, where energies move to executing the vision.  The 
4-D cycle progresses the understandings into positive realisations for ongoing change 
(Seel, 2008). This final phase considers ways to deliver on the new image for the future.  
Analysis 
Qualitative data, which are the responses to open ended semi-structured questions, were 
analysed firstly through open coding - content analysis then more closely as thematic 
analysis. What was needed given the amount  of data obtained in this multi cohort design, 
was a tool to  search, organise, categorise and annotate the textual data of this study 
(Smit, 2005). Initial coding was therefore validated and checked against a database 
analytical tool called Leximancer (Leximancer, 2011). Leximancer is an innovative text 
analysis tool that can be used to analyse the content of large collections of data and to 
display it visually.  Why use a tool such as this? It is widely known that human beings are 
potentially subject to notions they have no control over otherwise called bias, and although 
ensuring the reflexive approach referred to earlier minimises this to a degree it does not 
completely control for bias. Using an online tool such as this diminishes the potential for 
bias even further. Two types of analysis occur in this tool.  
Leximancer 
Leximancer manages and analyses the data through a series of steps. Firstly conceptual 
analysis occurs whereby the data are measured for the presence and frequency of themes 
and associated concepts and secondly relational analysis measures how the concepts 
relate to each other or co-occurrence, the semantics. This information is then displayed as 
a conceptual map providing a bird’s eye view of the material. To elucidate further 
Leximancer identifies common themes. Clearly in identifying common themes a degree of 
enumeration occurs. However it isn’t only about how often a theme occurs it also identifies 
relationships between those themes, how they are interconnected. The emergent 
conceptual map is an interactive map that permits the user to explore examples of 
concepts their connections to each other as well as providing links to the original text 
(Leximancer, 2011). The size and location of the theme circles indicate their centrality in 
the dataset, overlapping shows sematic relationships between themes and concepts link 
these themes. However, interpretation of the data remains the researcher’s task and a 
great deal of analysis was undertaken given the numerous co-occurrences in the data. 
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The researcher must travel back and forth between the visual presentation and the 
transcripts to make sense of the transcripted dialogue to avoid misinterpretation. The 
practicalities and analytics of Leximancer are further elucidated in the three findings 
chapters (Chapters five, six, and seven). Leximancer has been described, with screen 
shots, in those chapters as they were written for publication and therefore needed clear 
explanation.  
A major consideration here also was a concern with the terminology used in the data, the 
comparison and occurrence of words and phrases across or between different variables 
especially in regard to some of the statements articulated by people with ID who may not 
have a sophistication of language content by the very nature of their ID or mental illness. 
Leximancer did not have the capability to understand this and therefore close and careful 
scrutiny was required by the researcher. A simple example of this was in the words used 
frequently for medication; commonly ‘meds’ or ‘chill pill’. Again the experience of the 
researcher in having spent a number of years communicating with people with ID is critical 
in endeavouring to aid understanding as data are being collected, and in interpreting once 
it is transcribed.  In presenting the data in upcoming three findings chapters, low inference 
descriptors (verbatim quotes) have been used throughout the thematic discussions to aid 
credibility and validity.  
Chapter summary 
In order to provide as transparent account as possible regarding this research design, this 
chapter has outlined the various steps in the process. It has described the actions and 
important considerations required in undertaking this study. The methods of collecting and 
analysing data in AI have been clearly set out to allow the reader to gain an understanding 
of the processes used. This clarity and openness regarding the methods is fundamental to 
ensuring the credibility of the results generated. Various issues intrinsic to undertaking this 
research have been discussed. 
The following three chapters present the results of the first phase of the research that is 
the Discovery. In accord with an AI approach, the perceptions, and viewpoints of each 
cohort are described. Sections of the data are presented as direct narrative from the data.  
Analysis revealing key themes will then be discussed. 
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CHAPTER FIVE THE VOICE OF THE CONSUMER 
“If you have come to help me because you feel called to help me, please go away… But if 
you have come because your liberation is bound up with mine, please stay and let’s work 
together” 
Lilla Watson 
 
Article embedded in this chapter 
Taua, C., Neville, C., and Scott, T. (2014) The mental health inpatient experiences of 
adults with ID. Submitted to the International Journal of Mental Health Nursing. 
Published online August 2015 
Introduction 
This chapter presents the findings from the first cohort in this study, those persons who 
have ID and have experienced a mental health inpatient admission. Its final draft is 
inserted here (to protect copyright). Figures are included here to reveal how Leximancer 
presented the data.  The first set of recommendations from this research will be presented. 
Note that the labelling of figures and tables in this article has been adjusted from those in 
the publication draft in order to meet the convention used in this thesis.  
Publication Abstract 
Background 
This paper presents findings from a study exploring the mental health inpatient care of 
people with ID and mental health issues from the perspective of people with dual 
disability.  
Methods 
A mixture of semi structured interviews and focus group interviews were carried out with 
nine participants who had been admitted to an inpatient unit for mental health care 
exploring their experience of care. Interviews were transcribed and analysed using open 
coding and Leximancer (an online data mining tool) analysis to identify dominant themes 
in the discourse.  
Results and recommendations 
Analysis revealed themes around ‘Therapeutic and Meaningful Activity’, ‘Emotion 
Focussed Care’, and ‘Feeling Safe?’ Participants were able to identify the aspects of 
inpatient care that worked for them in terms of coping with time in hospital. This 
research suggests that there are several factors that should be considered in providing 
effective mental health inpatient care for people with dual disability. A number of 
strategies and recommendations for responding to their needs are identified and 
discussed. 
Key words 
Appreciative inquiry, inpatient, intellectual disability, Leximancer, mental health, mental 
illness  
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Published Article  
Introduction 
While the exact prevalence of mental illness in people with intellectual disability   is still 
uncertain, current evidence suggests it is higher than in the general population and 
generally thought to be in the region of 40%, approximately double the non-intellectually 
disabled population (Cooper, Smiley, Morrison, Williamson, & Allan, 2007; Deb, Thomas, 
& Bright, 2001; Hatton & Taylor, 2008; Krch-Cole, Lynch, & Ailey, 2012; Longo & Scior, 
2004; Rose, Kent, & Rose, 2012; Stenfert Kroese, Rose, Heer, & O'Brien, 2013; Taylor, 
Hatton, Dixon, & Douglas, 2004).  This increased vulnerability to developing mental illness 
can be attributed to numerous factors related to biological, environmental, and 
psychological impacts or stressors or just by the very virtue of the disability. For example, 
they are generally more exposed to abuse, bullying and neglect; living in environments not 
of their choosing; have disturbed or poor family/social structures; often poor education and 
employment opportunities (Devine & Taggart, 2008; Raghaven & Patel, 2005). Given the 
increased prevalence of mental illness for his group, it seems most likely that they will 
require inpatient care relatively frequently.  
Narrative evidence regarding the impact of mental illness on an individual suggests that 
people with intellectual disability have concerns about their care (Williams & Mfoafo 
M'Carthy, 2006). “The absence of their input from the discourse that contributes to the 
development of models surrounding caregiving creates a significant gap in the 
understanding of care relationships in the context of mental illness” (Williams & Mfoafo 
M'Carthy, 2006, p 28).  High response rates in the few recent studies does therefore  
indicate that people with intellectual disability are keen to be consulted regarding services 
and treatment they receive  (Cleaver, Ouellette-Kuntz, & Sakar, 2010; Krch-Cole, et al., 
2012; Lennox et al., 2005; McDonald & Kidney, 2012; Parkes, Samuels, Hassiotis, 
Lynggaard, & Hall, 2007; Scior & Longo, 2005; Stenfert Kroese, et al., 2013; Taua, Neville, 
& Hepworth, 2014; Williams & Mfoafo M'Carthy, 2006).  
One study undertaken with 29 people with intellectual disability and 20 carers sought to 
understand and compare their experiences of admission to either a generic psychiatric 
ward or a specialist inpatient setting (Longo & Scior, 2004; Scior & Longo, 2005). The foci 
of the interviews with people with intellectual disability, was experience of treatment, 
admission, carer’s involvement, relationship with staff and other patients, the environment, 
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discharge, and follow up. Themes emulated previous findings on inpatient care for people 
without intellectual disability, such as feelings of disempowerment, the need for more 
information, and ambivalence around medication. Findings indicated work to be done by 
the services, especially generic psychiatric services, to improve their care of people with 
intellectual disability.  
Another qualitative study (Parkes et. al., 2007) examined data from 31 people with 
intellectual disability. Participants in this study identified they wanted to be more involved 
in their care and the ward activities. The authors stated they felt positive regarding the 
possibility for people with learning disability to effectively describe their experiences of 
using inpatient services.   
Given the numerous complexities in recognising and responding to the impacts of mental 
illness in people with intellectual disability it is critical that nurses (and other inpatient staff) 
have the communication, understanding and observation skills to identify both typical and 
atypical symptomatology; are aware of the impact negative life events may have on an 
individual; and are then able to amalgamate this information into an effective and holistic 
health plan (Taua, Hepworth, & Neville, 2011). While several authors suggest that quality, 
understanding and knowledge base of staff working within mental health settings where 
people with intellectual disability are admitted is critical, gaps in the research evidence 
around effective assessment, decision making and proactive intervention remain (Ailey & 
Hart, 2010; Chaplin, 2004; Higgins, 2004; Stenfert Kroese, et al., 2013; Taua & Farrow, 
2009) 
While research is this field is increasing, some of it incorporating the views of people with 
intellectual disability as shown, much of it still appears to be in response to debate around 
the most appropriate site to deliver mental health care and the complexity of diagnosing 
and treating mental illness in this group and less about personal experiences of inpatient 
admission (Young & Chesson, 2006).  
In response to this awareness and the visible gaps, the research described in this paper 
was undertaken to explore the experiences of various parties to the care relationship of 
people with intellectual disability and mental illness who had been admitted to an inpatient 
mental health service.  This study was therefore  undertaken to explore that care from the 
perspective of three distinct cohorts that are party to the care relationship;  1) the person 
with  intellectual disability and a mental health issue, 2) their natural support person (this 
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could be family or a paid carer), and 3) the  nurses who work in inpatient settings. The 
overarching study collected three distinct data sets which were analysed separately, then 
re-explored by a subset of the three groups to undertake a collaborative discussion of the 
findings. As such, each data set stands alone and the collaborative will be presented in a 
further paper.  This paper is therefore a discussion from the findings of the first cohort (1); 
those people with intellectual disability and mental health issues.  
Recruitment 
Recruitment was undertaken throughout Aotearoa New Zealand. Plain language flyers 
were developed for this cohort providing information about the study, and staff were 
encouraged to talk to potential participants to alert them to the study (See Appendix I).  
Participants with intellectual disability were eligible if they met the following criteria: 
 
1) They had an intellectual disability (IQ below 70 and significant 
adaptive social impairments based on APA diagnostic criteria). 
(American Psychiatric Association, 2000). 
2) Adults (aged 18 +); 
3) Had been admitted to a hospital (for a period over 24 hours) 
within the last two years for assessment and/or treatment for a 
mental health problem; 
4) Were able to communicate in English; 
5) Demonstrated capacity to consent to take part in the study. 
 
The reason for the two-year time limit was due to potential recall bias if the timeframe is 
too long (Lennox, 2005). Two years was agreed as a possible recall timeframe, however, it 
could never be assumed that this was always possible (N Lennox, Personal 
Communication, February 2011). Memory problems are well documented in regard to 
people with intellectual disabilities and therefore many strategies (Taua et. al., 2014) were 
put in place to limit this as an issue (Gentile & Gillig, 2012). Gentile and Gillig (2012) also 
suggest that the higher the level of intellect the lesser the memory problems.  
Ethical considerations 
Recruiting people with intellectual disability should be a cautious ethical activity taking into 
account several factors of which coercion is one. It was explained to staff that in talking 
about the study to potential participants to minimise coercion they ensured individuals 
were able to make their own decisions about participating and did not provide any 
particular encouragement to participate. At this point, the researcher had no control over 
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who was given the information. In regard to determining initial capacity, the researcher 
also had no involvement in that decision; in each case this was determined by staff prior to 
contacting the researcher. Eleven individuals were invited to take part in the consenting 
process and nine eventually consented with two declining after information sessions. All 
original eleven were considered suitable to discuss their experiences and were able to 
work through the information sessions up to the point of consent. Participants were from 
five different community residential services.  
The National Ethics committee in Aotearoa/New Zealand gave Multi region ethical 
approval and university ethics approval was gained in Australia. Usual safeguards were 
placed in regard to data storage. Individuals have been given generic pseudonyms to 
protect identity and gender in this paper.  
Particular attention was given to the fact that for each participant in this cohort they were 
being asked to recall a time where they had been mentally or psychologically unwell and 
had been admitted to hospital – potentially a stress provoking memory through recall. 
Therefore, full consideration was also given in ensuring the interview situation was as 
supportive as possible. This included having an assistant present in case an individual 
became distressed and the interview needed to be halted. Having experienced registered 
nurses with mental health clinical backgrounds of caring for people with intellectual 
disability as both the researcher and the assistant, ensured a degree of expertise and 
confidence in recognising early signs of distress, and the ability to respond in a timely and 
appropriate manner (Taua et. al., 2014). Importantly however, at the time of interview, the 
participants were considered stable and living in the community and therefore, aside from 
their usual support systems, no further concessions were required. Consent processes 
included a conversation over a plain language booklet - The Consent Book, (see Chapter 
Four).  
Method 
With an awareness that systems to enhance the lives of persons with intellectual disability 
and/or mental health issues have greatly advanced we sought to explore what is working 
well and how that might inform practice moving forward. In realising this we chose a 
methodology that enhanced the potential for positive change (Prokop, McKay, Gough, & 
Gough, 2007) and to “strengthen the capacity of those answering the questions to focus 
on positive potential” (Prokop et al, 2007, p 1).  The fundamental principles of Appreciative 
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Inquiry exploring the key aspects of these experiences from a positive foundation, that is, 
what holds the greatest value for each participant, underpinned this study.  The 
Appreciative Inquiry theoretical perspective centres on the positive core of participants 
experiences, and the strengths and assets of individuals (Cooperrider & Srivastva, 1987). 
It employs an affirmative approach to help individuals recognise their positive potential 
(Cooperrider & Whitney, 1999; Cooperrider, Whitney, & Stavros, 2003). In doing this the 
researcher focuses on guiding the participant through a “discovery of what gives life to a 
system when it is most alive, most effective and most constructively capable” (Cooperrider 
et al., 2003, p 319). Cooperrider et al., (2003) suggest this is an empowering process for 
the participant to reveal what is already functioning well rather than focussing only on that 
which is imperfect. This does not limit the opportunity to discuss that which does not work 
it just takes it a step forward from there to discuss that which will or may work. Typical 
Appreciative Inquiry studies explore the positives within a single or collection of related 
organisations, however in this study the notion of inpatient care for a particular sub group 
has been seen as a group (the organisation); a cohort of people experiencing a particular 
common phenomenon.  
Data Collection and analysis 
Data collection methods included either interviews or small focus groups using semi-
structured questions to invite people to talk about their experiences. These data collection 
events took place mostly at the person’s place of residence or in an office within the 
service setting. The initial intention was to undertake only focus groups with this cohort, as 
this is a method that researchers have adopted more recently in undertaking research with 
people with intellectual disability. Focus groups are seen as enabling and supportive in this 
type of research as they can occur in a context of a familiar environment, co-participants, 
who may be known to each other, can make the activity more comfortable, can be non-
threatening and the actual dynamics of the group can encourage member participation  
(Barbour & Kitzinger, 1999; Gibbs, Brown, & Muir, 2008). However, some participants did 
not wish to participate in a focus group, choosing to talk to the researcher alone. Two 
small focus groups of two people eventually occurred and five people chose to undertake 
individual interviews. Each interview followed a semi-structured format asking about 
positive experiences (see sample questions in Table 5.1).  
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Table 5.1: Questions to guide semi structured interviews/focus groups 
 Tell me about the time you went to hospital 
 Who was involved? 
 Tell me about a time when things were going really well. 
 What did you value most about that time? 
 How did you know that the people there cared for you? 
 What were the good things that happened? 
 What would you like to happen next time? 
 
Data were openly recorded and transcribed verbatim. Initial open coding gathered a broad 
overview of the data followed with more focussed coding. Early themes were identified. 
The transcripts were then uploaded into the software program Leximancer (Version 4) and 
thematic content analysis was conducted (Smith & Humphreys, 2006). Leximancer is a 
qualitative data-mining programme with demonstrated face validity and reliability that may 
be used to automatically identify and map themes, concepts, and semantic relationships 
from text, using word association information.  
Initial Leximancer analysis extracted a large number of concepts from the transcripts, 
discovering frequent terms - these common terms create a thesaurus within the 
Leximancer programme. Further analytical tasks were then undertaken by the researcher 
to refine the terms within the thesaurus to gain an understanding of terms, particularly 
those terms that may be interchangeable. An example to elucidate here is the word ‘stress’ 
which may mean to ‘make a point’ or may be in reference to an ‘emotional state’. 
Leximancer is also useful in being able to manage any uncommon or abstruse terms that 
may have been used by participants, as it enables the analyst to define and rename these 
terms to avoid ambiguity. Key concepts are then more closely explored. Leximancer looks 
for concepts, and the most frequently occurring concepts define a theme. Once the key 
themes are revealed then the researcher may modify these for clarity. While this may 
seem like a manipulation to some degree it must be noted that concepts in Leximancer are 
not revealed as singular terms such as one might deduce from a pure thematic analysis, a 
concept appears only as an instance of a compilation of related other thesaurus terms 
(Fanaian, Lewis, & Grenyer, 2013). To understand how the data are represented a sample 
of maps and figures are attached here (see Figures 5.1- 5.3).  
Interpretation of the visual representation of the themes shows, for example in Figure 5.1, 
a basic map diagram where the circles represent each overarching theme. In this map the 
researcher, for visual simplicity and clarity, has renamed each theme. In Figure 5.2 the 
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theme, ‘Activity’ (renamed in this paper as Meaningful activity) appears as the most 
prominent. A Concept map is generated within Leximancer, providing visual representation 
of the most frequently occurring themes and concepts, and how each semantically relates 
to another within the text; the size of the theme circle (see Figure 5.2) indicates its 
importance in regard to dominance and regular discourse. Relationships between themes 
are shown by overlap or proximity (see Figure 5.2 and themes Activity and Emotions) or 
with lines (Figure 5.1) (Cretchley, Gallois, Chenery, & Smith, 2010).  These relationships 
mean that the concepts can co-occur within transcripts. Figure 5.3 provides an example of 
the associated narrative revealed by Leximancer in regard to each theme, these then link 
directly to each relative section in the transcript and provides a breakdown of how often 
each term appears within the collection of transcripts. Each theme is presented below with 
illustrative verbatim direct quotes from participants (illustrated with gender neutral 
pseudonyms).  
Figure 5.1: Concepts discovered by Leximancer analysis  
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Figure 5.2: Automatic map of key themes with Activity as the most dominant 
 
Figure 5.3: Leximancer data showing related concepts within themes, with 
associated transcripts  
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Results 
Demographics 
Participants in this cohort were predominantly male (7m: 2f) with a mean age of 40 years 
(Table 5.2). Participants came from a range of services in both the North and South 
Islands of Aotearoa New Zealand. All of the participants were under care in residential 
services. All participants had a diagnosed intellectual disability, psychiatric diagnosis was 
not available for one participant, and one individual had more than one psychiatric 
diagnosis. 
Table 5.2: Demographics of people with intellectual disability (n=9) 
 Mean Standard 
deviation 
Range 
Age 
 
40.77 13.22 26 - 57 
Length of last admission (months)  
 
8.02 
 
15.49 
 
0.25 - 48 
 
Other characteristics 
 
n  % 
Ethnicity 
New Zealand Maori 
New Zealand (non- Maori) 
 
 
2 
7 
  
22.22 
77.78 
Gender 
Female 
Male 
 
2 
7 
  
22.22 
77.78 
Psychiatric Diagnosis* 
Anxiety Disorder 
Mood Disorder 
Psychotic Disorder 
Other (not specified or not available) 
 
 
2 
3 
2 
3 
  
*person could have more than one diagnosis 
Leximancer analysis yielded themes which revealed intuitive links between feelings and 
desired outcomes in ‘Therapeutic and Meaningful Activity, ‘Emotion Focussed Care’, and 
‘Feeling Safe?’. These will now be overviewed and considered in regard to informing best 
care for people with intellectual disability during a mental health inpatient admission. It is 
important to note that many responses can be categorised within different themes and 
therefore overlap may be evident.  
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Therapeutic and meaningful activity 
This theme cluster is a compound of  ‘cook’, ‘crafts’, ‘stereo’, ‘walk’, mum, smokes, and 
‘music’ ; concepts that participants referred to often in regard to occupying their time in 
hospital. Semantic relationships to these concepts were revealed in ‘safe’, ‘stressed’, 
‘mum’ pills, and ‘emotions’. All participants spoke frequently about daily activities and how 
important they were to getting through their stay in hospital and avoiding boredom. They 
stressed the importance of meaningful purpose to their day in realising how long the days 
were when confined to a hospital setting. Robin sums this up well with his comment 
around the “long days and being stuck in there, you sleep most of the day…”  
Cooking was an activity enjoyed, helped to fill in time, and was commented upon in regard 
to the pleasures of being able to eat the food as well. It seemed to be preferred above 
doing art for one participant. “Art yeah, I used to do that but I gave that up in hospital, I 
didn’t really like it, but I did like cooking” (Robin). Shannon also talked about learning to 
cook in hospital “yeah, good cooking, making biscuits and all sorts of things…”Cooking 
was not only seen as a time filler, as the therapeutic benefit of this activity in aiding 
recovery was also suggested by Sandy. When asked further about how cooking helped, 
the response was, “Yeah, it makes you get better”.  
Music was a very important aspect of life in hospital for several participants. Being able to 
take your own stereo into the hospital was important in order to be able to listen to one’s 
own music preferences. Jamie talked a great deal about how important his stereo was and 
how he had saved up to buy it “Yeah I bought it there and then I took it in, they let me have 
it but then they took it off me cause I used to blast it”. He also talked about how music had 
a therapeutic effect on him especially when he was angry “go and listen to music, [to] calm 
down”.  
The role of others outside the hospital in supporting participants during an admission was 
revealed often with ‘Mum’ being the most frequently mentioned natural support. It was 
mum who visited and brought gifts such as smokes and food from the bakery; “mum would 
come in and surprise me with smokes”. Being able to talk to mum even if only on the 
phone when upset was also important. 
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Emotion focussed care 
In the cluster relating to Emotions, the concepts ‘angry’ ‘sad’ ‘scary’ and ‘stress’ or 
‘stressed’ indicated how participants  identified their emotional experiences of requiring 
inpatient care. An examination of the transcripts associated with these concepts revealed 
occasions when their emotions were heightened. Participants were able to describe what 
worked and what did not in supporting them when feeling emotionally aroused.   
 ‘Angry’ was a strong emotion identified both in how individuals experienced the emotion, 
and in discussing what they like to happen to help them when feeling that emotion. The 
semantic relationships to angry were ‘talk’,  ‘seclusion’, ‘mum’, ‘activities’ and ‘medication’. 
As already stated music was an important activity to help fill the day and having to turn the 
volume down resulted in the stress response emotion of anger for Robin who stated, “staff 
come over and cut it off and I got angry”. He suggested he felt unable to do anything about 
his resultant anger to avoid having to be restrained. In asking Robin what nurses could do 
when he was feeling angry he replied, “talk to me instead of putting me to the ground”. He 
liked it when staff talked about good things, “like talk to you, talk and that’s about it”.  
 ‘Stress’ (or ‘Stressed’) with its sematic relationship to ‘angry’ was a frequently used term 
to describe various emotional, physical or psychiatric issues experienced by the 
participants. Bobbie used the term ‘stress’ to describe his physical wellbeing in relation to 
“being constipated” but also related it to the reason for an admission to hospital. When 
asked, “So going into hospital was good for you at that time?” He replied, “Yes, it released 
all my stress”. Shannon was emphatic that going to hospital was the right thing, even 
though there was some loss in going, “It released all my stress and my jealousy…just 
missed all my family and brothers and sisters”.  
While walking or going out for a walk was important for most participants (seven of the 
nine participants mentioned it). They referred to walking in regard to helping fill in the time 
often or just as an enjoyable activity. Fran conversely suggested it was important when the 
nurses prevented him from leaving and walking around the grounds. He was feeling 
suicidal and he was pleased that he was not able to go out. Responding to the questions 
around his distress on his last admission and how the nurses helped Fran replied, “Yeah, I 
wasn’t allowed to walk on the grounds “cause I was suicidal”. He expressed content at 
being made to stay in the ward to listen to the radio. Fran also talked at length about going 
into hospital after a suicide attempt stating he was both “stressed” and “distressed”.  
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Feeling safe?  
Feeling safe as an overarching theme is an amalgamation of the smaller themes of 
medication and seclusion. While these reveal themselves as distinct themes within the 
Leximancer visual representation, they had many common examples within the transcripts 
that focussed around the notions of feeling safe that we have chosen to discuss them 
together. In both of these themes participants suggested that sometimes medication 
and/or seclusion were necessary aspects of their care in regard to their mental state and 
keeping things ‘safe’ yet they were able to recognise also that maybe while it might help, 
there are alternatives. 
Medication  
The cluster ‘Medication’ is a compound concept of ‘drugs’, or ‘meds’, or ‘medication’, or 
‘pills’, or tablets and had semantic relationships with ‘emotions’, ‘angry’, ‘activities’ and 
‘smoke’. The text associated with these concepts revealed that participants were aware 
that medication was a part of their treatment and was used very often in order to help them 
manage their emotions; however, they did not always see it as the best solution. 
Participants were not asked to reveal what their medication was at the time of admission. 
Participants had various ideas about effective responses to their stress. On seeking ways 
that nurses helped when stressed, Sandy initially suggested that “staff really did not do 
much” to help. Further exploration revealed that he thought his stress could be reduced if 
they could just “sort my medication”. Sandy said that going into hospital meant his 
treatment could be sorted when “it all gets too much”; he said that he needed them [staff] 
to “get my medication right, medication tablets right”. He went on to say, “they took my 
blood pressure …and they put me on those special tablets…and they kept an eye on me”. 
Bobbie talked about feeling angry and lonely when admitted to hospital. He identified that 
“taking meds, watching TV, colouring in and other activities” helped. His medication helped 
him “calm down”. 
Pat also referred to the need for medication to help, “…heavy medication just help(s) you 
through it”. Medication came up often as a response to the emotion of ‘anger’. Sandy 
suggested, “Give me tablets to take”. Casey also stated that medication was important to 
calm the mind “because it’s part of it, I’ll have to take medication for the rest of my life, so 
yeah”.  
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Robin also suggested that the management of anger involved medication and other 
calming techniques such as music, rather than restraint. When asked what he would like 
staff to do next time instead of restraint he replied, “Just give me some medicine”. This 
participant also stressed the need for some control around the environment, and for when 
he had to take his medication. He talked about becoming stressed when there were many 
people around expressing a need to be able to “stay in my room until they’re gone and 
then I come out for dinner … I’m usually the last one to have my meds…” Another, Pat, 
mentioned the use of PRN (Pro Re Nata, as required medication) being given to help his 
anger “Sometimes if I got angry with the staff about things”. Bobbie, when asked, “what 
were the things that helped get better?” stated directly “stick to my meds”. 
It’s just part of life in there 
Medication was also seen as part of the regular regime of life in the hospital for Bobbie 
and used in the same discussion around daily life in response to questions about the good 
things that happened in hospital. He replied, “Taking my meds, watching TV, colouring in, 
we did those card things…” Although some expressed that while medication was part of 
life in hospital it was preferred that they did not have to take it or did not have to take so 
much “Not having to take much more medication” would be good, said Casey. 
But there are alternatives 
While identifying the role medication played into their lives, participants were also able to 
realise other ways of managing anger that could be used alongside the medication. Casey 
stressed that talking to him was as important as medicating him – “give me medication and 
talk to me”. The talking was important to “just to see what’s the matter and stay positive”. 
Robin declared that “medication helps, oh but one needs to take me out for a smoke”. This 
participant went on to express some worry about how the smoking rules have changed 
and he is planning on never going back to hospital because you can no longer smoke 
there. He did also mention that he felt somewhat coerced at times around having to take 
his medication with a fear of being secluded if he didn’t, “they say if you don’t take your 
PRN you will be in lockup”. When asked if there were times when he didn’t want to take his 
medication he mentioned worry around mum “sometimes when I don’t talk to my mum for 
a couple of days I get worried”. He went on to say that talking to mum on the phone helps. 
Sandy wants the nurses to help him “control it” when his bipolar is bad but was unable to 
explain further how they might do this, he just needed them to take control. 
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Seclusion – helps me control it! 
The discussion around the theme Seclusion overlapped with much of the dialogue in the 
Emotions theme. Some participants assumed seclusion to be a necessary event when 
they were stressed. Casey felt that seclusion was necessary sometimes stating it helps to 
“keep me relaxed and calm, yeah”. He did say he didn’t feel good about being there but 
believed they “have to do it”, to “get your mind back”, “it’s for the better, for myself and the 
better of other peoples’ safety”. Another talked about stress being the reason they went to 
seclusion “it’s just stress and make sure I don’t thrash about”. Sandy talked about his 
stress and his “Bipolar” also mentioning restraint and seclusion. Sam preferred “seclusion” 
to “restraint”. However to expand on this he was adamant that there were alternatives to 
seclusion as seclusion was also “not good”.  
Several participants made emphatic statements such as “don’t put me in seclusion”. Sandy 
spoke of the need for calming and communication skills when people were angry “Calm 
me down a bit” and “talk about it yeah, and don’t put me in seclusion”. He went on to say, 
“just see what’s the matter, and stay positive”. Sam said it was good when nurses just 
“Help me kind of control it”. On discussing alternative ways to manage Casey also referred 
to alternative calming actions such as “try to listen to my music and take me out for walks”. 
Sandy was adamant that there were alternatives to seclusion for him as seclusion was not 
good. Fran suggested a “chill pill” was a better alternative to being locked up. 
Discussion 
These results reflect a representative selection of the data that gives voice to the people 
who have experienced the challenges of an inpatient mental health admission. Participants 
reflected upon their experiences offering personal interpretations in identifying the aspects 
of care that, for them, make sense and matter. Participants made clear distinctions 
between supporting them in ways that were helpful and ways that compounded their stress 
(with stress being a common term used to describe various emotional and psychiatric 
states).  
The notion of boredom was evident for participants who usually, as residents of supported 
residential services, were likely used to attending various activities and events during their 
day. They were able to describe typical daily activities in their community lives and many 
were often very busy when at home. Being active and occupied was therefore important to 
them in managing the long days of hospitalisation. Changes in routine when admitted to 
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inpatient services are often difficult, especially when individuals are active in their usual 
community living situations, and are then subject to the often more limiting environment of 
an inpatient unit. Krch- Cole et al (2012) suggest that unless this transition is well 
managed it can result in negative behavioural responses. Being bored while in hospital 
was alluded to in a study of the experiences of people with intellectual disability in a 
general hospital setting where keeping occupied was a priority (Gibbs, et al., 2008). In this 
current study, when asked about their visit to hospital, participants most often quickly 
recalled those factors which they felt were entertaining, which stopped them from getting 
bored. It was not surprising that craft activities were referred to as often participants’ usual 
daily activities in the community may have involved some kind of creative event. The need 
for music was also evident and referred to often particularly in relation to being able to 
bring one’s own music from home. Cooking also seemed to be a favourite activity that 
probably resulted in the positive outcome of being able to eat the results.  
The benefits and importance of effective communication were evident throughout 
participants’ comments. Talking was an important therapeutic response preferred by many 
in response to various emotions and mentioned often in response to questioning around 
what nurses could do to help.  
Effective and essential contemporary mental health treatment strategies include also the 
use of talking therapies, yet often these still appear to remain somewhat elusive for many 
people with intellectual disabilities (Stenfort Kroese & Rose, 2011). Devine and Taggart 
(2008) recommend the use of psychosocial interventions highlighting that while there may 
have been hesitancy previously due to perceptions, or perhaps misperceptions, around the 
capability of people with intellectual disability to participate in such therapies - due to 
reduced or limited cognitive and intellectual abilities – there is now consensus and 
awareness of the probable efficacy of such therapies.  
The dichotomous revelations around seclusion being either useful or stressful were 
interesting. Some participants were very clear in their desire not to be secluded yet others 
stated this was done for their own good. However, while in situations of safety and risk 
they may be necessary, these revelations may be considered in cognisance of the rhetoric 
and practice in some inpatient mental health settings that this group may be exposed to, 
where well-intentioned strategies in managing risk may be aligned to notions around 
paternalism, risk aversion or compliance, where the person is placed in seclusion for their 
own or others safety and often as a first line strategy. There was no clear evidence 
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whether those who stated it was for their own good were saying this as this is what they 
were often told or whether they actually believed this. No assumptions can therefore be 
made either way. The data only revealed that when seclusion was used the majority 
suggested alternatives.  While managing risk is a fundamental aspect of care in an 
inpatient setting it is a balancing act and as Taua and Farrow (2009, p 280) suggest, 
“when too narrow an approach is adopted it may contribute to a disempowerment of 
individuals in care”. Contemporary mental health care however usually delivers seclusion 
as an end resort rather than first line treatment strategy (Benson, 2012; Te Pou, 2013).  
The necessary or effective use of medication in regard to people with intellectual disability 
is debated with reports of up to 45% of people with intellectual disability receiving 
psychotropic medication  and up to 30% of that group receiving it to manage behavioural 
problems only (Deb, Sohanpal, Soni, Lenotre, & Unwin, 2007; Devine & Taggart, 2008). 
Stenfort Kroese and Rose (2011) suggest that despite contemporary treatment and 
services responses, psychotropic medication still remains often the first choice treatment 
strategy. While it is not the purpose of this paper to debate the need or not for medication, 
participants have revealed that while they may be accepting of medication seeing it at 
times as important to their wellbeing,  they preferred that it be not seen as the only 
solution.  
Recommendations 
Participants in this study identified three key areas where their needs were important. 
Creative management techniques suggested by this cohort have been revealed in their 
reflections. To best respond to these three themes we have developed three key response 
strategies; ‘Constructional Responding’, ‘Focussed Interaction’, and ‘Positive Approaches’. 
Constructional Responding  
The importance of avoiding boredom during the long days was identified. Constructional 
Responding is about ensuring approaches and expectations are positive and constructive 
(Beadle-Brown & Mills, 2010; Mansell & Beadle-Brown, 2012).  Krch-Cole et. al., (2012) 
propose that interesting activities similar to those which were evident prior to admission, 
are maintained. However constructional responding is about not only maintaining usual 
activities but also supporting individuals to try out new activities. This is important 
particularly when in an environment where usual activities are not possible. What is critical 
is avoiding those situations where a person is just left to sit and do nothing often resulting 
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in engagement in self-stimulatory behaviour or negative behaviours such as self-injury. 
Constructional responding is about being creative and determined in identifying individuals’ 
strengths and working with those to prevent boredom. However Mansell and Beadle 
Brown (2010, p 164) warn that while high expectations are important in order to avoid 
boredom these need to be realistic, particularly it seems in this group, in order to forestall 
creating anxiety or impacting on confidence.  
The activities and entertainment preferred by this group were around creativity, cooking 
and the enjoyment of music, preferably music of one’s own preference. In regard to the 
latter the ease with which this can be accessed today (iPod and earphones) should make 
it easier to ensure. Service planning and delivery would benefit from focus on and 
consideration of the role that meaningful activity plays in assisting this group cope with an 
inpatient admission. There should be purposeful intent in ensuring each individual’s needs 
are considered.  
Focussed interaction 
Participants indicated that there were effective ways to help them manage their emotional 
responses with communication being an oft repeated strategy. Talking was important.  
Therapeutic communication with people with intellectual disabilities is a highly advanced 
skill and one where nurses and other inpatient staff do not always feel confident (Devine & 
Taggart, 2008; Taua & Farrow, 2009). It is clear that to effectively support the mental 
health needs of people with intellectual disability and achieve therapeutic success, being 
present with individuals during times of stress aids recovery. It seems therefore an 
imperative that effective care of this group lays in establishing and utilising effective and 
advanced communication strategies. A Focussed Interactive response requires the nurse 
to be purposeful in exploring desired ways of coping with emotions. Focussed interaction 
also requires creativity by the nurse to negotiate individuals’ ways of coping ensuring 
effective two way communication. In people with severe or profound intellectual disability 
this is even more important in order to “build rapport and a relationship with a person 
whose social behaviour is very limited” (Mansell & Beadle-Brown, 2012).   
Responding to the diversity of communication styles or impacts could never be fully 
comprehensive; however education and training could be available and include knowledge 
or awareness of assistive communication technologies and basic understandable 
techniques. It is acknowledged that responding to the unique needs of an individual, who 
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often does not have the ability to provide subjective information, is incredibly complex 
(Taua & Farrow, 2009; Taua, et al., 2011). Close liaison with intellectual disability 
specialists and other natural supports that are known to the individual are also 
recommended.  
Positive approaches 
Safety and risk management is an important consideration in mental health inpatient care; 
participants were able to identify the importance of this in managing their own psychiatric 
risks during a hospital stay. While there was a degree of acceptance in seeing their risky 
behaviour as something to be managed by medication or restrictions, participants 
suggested alternatives.  An important consideration in this field is around the issue of 
diagnostic overshadowing, a term used frequently to describe the tendency to attribute the 
symptoms and behaviours originating out of mental illness symptomatology to the 
intellectual disability, thereby overlooking the impact of the mental health issue (Reiss, 
Levitan, & Szyszko, 1982). The significance and caution around this is to ensure the risk 
response is relevant to the need i.e. the important assessment task for the nurse is to 
determine whether a risky behaviour is aberrant or reflective of symptomatology. Only then 
can the correct behavioural response be decided and applied.   It is beyond the scope of 
this paper to discuss positive behaviour management techniques in any depth, however 
there are many excellent information sources available in applied behaviour analysis and 
management (see Cooper et al, 2007 for examples). The goal always is to “reduce 
problematic behaviour and increase appropriate behaviour in a context that promotes the 
independence of the individual” (Gentile & Gillig, 2012, p 315). The focus is to use the 
least restrictive interventions while managing health and safety for all.  
Contemporary mental health care recommendations now include advanced techniques to 
assist people in heightened emotional or psychiatric states to regain control   (Te Pou, 
2014). Te Pou describes sensory modulation as “range of reduction programmes that are 
successful in reducing the frequency and duration of seclusion and restraint use in acute 
mental health and addiction settings, while at the same time maintaining a safe 
environment”. It is recommended that mental health services incorporate creative and 
comforting techniques such as these to assist individuals to learn new ways of expressing 
their emotions.  
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Conclusions 
It is acknowledged that the mental health care of people with intellectual disability has 
improved in recent years, yet there remain areas for progress. This study has enabled a 
small cohort of people with intellectual disability and mental health issues to have a voice 
in providing insights into their experiences and opinions on care that works for them, while 
identifying recommendations for future consideration. These findings hold some validity in 
suggesting interesting trends and demonstrating the potential of informing future care 
strategies once aligned with the findings from the other two groups; the natural supports 
and nurses and therefore it  is an important step in developing evidence-based guidelines 
that are informed by, and responsive to, the needs of those using the service. 
Limitations 
An inclusion criterion for this study was that the person could engage in verbal dialogue in 
order to relay their experiences of inpatient care. They needed also to be able to recall an 
experience from within the last year or two. This meant that the people taking part were 
more likely to have an intellectual disability that fell within the borderline to moderate 
range, which therefore excluded those with more severe to profound intellectual 
disabilities. A further limitation is that key personnel within particular services chose the 
individuals that took part and therefore while the findings are relevant to those individuals, 
generalizability cannot be assumed. This is however not an issue per se, as 
generalizability in qualitative research is not usually about the extent findings can be 
applied to the broader population, it is about how the reader may identify with some of the 
content and then relate it to their own situation (Morse, 1991).  
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Chapter Summary 
This chapter consisted of the paper that has been accepted for publication. It presents the 
first set of findings from Phase One of this study. People with intellectual disability and 
mental health issues were able to find their voice in constructing their experiences of 
inpatient care. As such some important and relevant suggestions and recommendations 
have been made. These form the first set of recommendations that will, when added to 
findings from the other cohorts, guide the next phases of the AI methodology. The 
following chapter follows the same approach in that it will present the findings from Phase 
One with the nurses. 
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CHAPTER SIX NURSES VOICES 
"Real Change begins with the simple act of people talking about what they care about" 
Margaret J Wheatley 
 
Article embedded in this chapter 
Taua, C., Neville, C., and Scott, T. (2015) Appreciating the work of nurses caring for 
adults with ID and mental health issues. Submitted to the International Journal of Mental 
Health Nursing. 
 
Introduction 
This chapter presents the findings from the nurses’ cohort.  This analysis has been 
submitted for publication at the point of completing this thesis. This chapter follows the 
approach in the previous chapter in regard to Leximancer revelations and in presenting a 
further set of recommendations.  
Abstract  
Background 
This paper presents findings from a study exploring the nurses’ experience of caring for 
adults with ID and mental health issues in inpatient settings.  
Methods 
Semi structured interviews were undertaken with thirteen nurses from various regions of 
New Zealand. Methods suggested by an Appreciative Inquiry methodology were used to 
explore the nurses’ positive experiences of their role.  Interviews were transcribed and 
analysed using open coding and Leximancer (an online data mining tool) analysis to 
identify dominant themes in the discourse.  
Results and recommendations 
Analysis revealed themes around ‘Contextualising behaviour’, ‘Communication’, 
‘Confidence to care’ and ‘Time’.  Participants reflected upon their experiences offering 
personal interpretations in identifying the aspects of nursing that mattered and that 
worked. What is shown is that nurses were able to describe a range of creative and 
adaptive ways of nursing in responding to numerous complex factors they faced in their 
roles. This suggests a strong foundation on which to advance nursing care in this field.  
Keywords 
Appreciative Inquiry, inpatient, ID, Leximancer, mental illness, nurse 
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Publication article 
Introduction 
Due to numerous issues such as difficulties in self-reporting, medical impacts 
(hypothyroidism, dementia); adverse life experiences ranging from excessive control to 
neglect and abuse, social factors including poverty, unemployment, exclusion and the 
consequences of discrimination and the complexities of recognising mental health issues 
alongside the intellectual disability (ID)  it is intimated that people with ID are at greater risk 
of developing a mental illness with a prevalence up to 40%, twice that of the non-ID 
population suggested (Cooper, Smiley, Morrison, Williamson, & Allan, 2007; Hatton & 
Taylor, 2008; Krch-Cole, Lynch, & Ailey, 2012; Rose, Kent, & Rose, 2012; Stenfert Kroese, 
Rose, Heer, & O'Brien, 2013; Stenfert Kroese & Rose, 2011) .  
In considering these complexities it appears obvious that nurses are required to have 
multiple skills to respond to needs of people with the comorbidity of ID and mental illness. 
Skills such as recognising typical and atypical symptomatology, understanding and 
responding to communication differences, and recognition of the contextual impacts of life 
experiences (Taua, Hepworth, & Neville, 2011). Several authors (Ailey, 2003; Chaplin, 
2004; Gabriel, 1994; Higgins, 2004) however suggest that while the nursing response is 
critical there is minimal empirical evidence regarding appropriate nursing assessment, 
decision making and pragmatic intervention frameworks in this field. Further demands on 
nurses include economic restraints and the outcomes of deinstitutionalisation (Gentile & 
Gillig, 2012; Taua, et al., 2011). The latter is particularly in regard to people with ID who 
once were cared for in long stay institutions with larger numbers of experienced staff and 
often predictable care strategies.  
More recent findings, albeit much of it anecdotal and opinion rather than empirical, around 
the aspects of nursing in this field reveal advocacy and health promotion, assessment and 
care management, behavioural interventions, communication, leadership particularly in 
regard to the multi-disciplinary team, managing medication administration and safety and 
risk management as  key skills (Pridding, Watkins, & Happell, 2007; Taua, et al., 2011). 
This suggests a very high level of nursing expertise is required especially with further 
complexity of the comorbidity of mental illness and ID.  
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Research aims 
As shown, responding to the mental health needs of adults with ID requires a high level of 
skill, knowledge and experience and in not just one area of expertise but two; ID and 
mental health (Stenfert Kroese & Rose, 2011).  It is this awareness then that led to this 
study.  The aim was to explore the notion of best practice in responding to the inpatient 
mental health needs of people with ID. In doing this we sought to understand how mental 
health nurses managed the complex processes of determining, and delivering care of 
people with ID.   
An overarching  multi-cohort study was undertaken to explore mental health inpatient care 
of people with ID from the perspective of (1) people with ID (2) their usual carers (from 
their community settings) and the (3) nurses who care for the people with ID and mental 
health issues in inpatient settings. Each of these data sets stand alone and at a particular 
point will be drawn together. However, this article presents the findings from one data set, 
group three, the nurses.  
Participants were nurses working in inpatient settings where people with intellectual 
disability and mental health issues were admitted. The only inclusion criterion was that the 
nurse had cared for an individual with that co morbidity in that setting.  
Ethical considerations 
The National Ethics committee in Aotearoa/New Zealand gave Multi region ethical 
approval and university ethic approval was gained in Australia. Usual safeguards were 
placed in regard to data storage. Nurses’ names have been concealed with coding in this 
paper.  
Methodology  
A great number of research studies in the area of disability focus on revealing the 
problems then searching for solutions. However contemporary mental health nursing has 
advanced a great deal, with an awareness that people with ID are now very often 
successfully cared for. On pondering this, we were interested in those practices that 
enhanced care. It seemed if we could seek out that which worked well this then could 
inform future care.  Appreciative Inquiry (AI) was seen to be the right methodology to 
explore that which worked.  The fundamental principles of Appreciative Inquiry are to 
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explore the key aspects of people’s experiences from a positive foundation, that is, what 
holds the greatest importance for each participant (Cooperrider & Srivastva, 1987; 
Cooperrider & Whitney, 1999; Cooperrider, Whitney, & Stavros, 2003). Cooperrider et al., 
(2003) suggest this is an encouraging process for the participant to reveal what is already 
functioning well rather than focussing only on that which is imperfect. It is important to note 
that focussing on the positives does not prohibit participants from talking about those 
things that do not work so well, from these the opportunity is to explore further to see what 
might work next time.  
Typical AI studies explore the positives within a single or collection of related 
organisations, bringing participants together to undertake appreciative conversations. In 
this study the ‘organisation’ was wherever mental health inpatient care occurs for people 
with ID. As participants were from diverse areas around the country it was not possible to 
bring them all together, therefore the appreciative conversations occurred between the 
researcher and each participant. As such then, the positive inquiry fundamentals of AI 
were what underpinned this methodology. Those fundamentals are in the framework 
developed by Cooperrider et. al.,(1987, 1999) as presented in Figure 6.1. Essentially this 
cyclical framework has four key stages for its exploration – termed the 4-D Cycle of 1) 
Discover (what is working well?), 2) Dream (what might be?), 3) Design (what should be?) 
and 4) Destiny or Deliver (how to sustain?).  This paper reveals the findings from stages 
one and two; ‘what is working well now’ and ‘what might be’ in the future. Stages three and 
four moved to a collaboration of the three aforementioned cohorts and will be presented in 
a later paper.  
Figure 6.1: The 4-D Cycle adapted from Cooperrider (1999) 
 
Discovery  
"What Gives life?" 
(the best of what it is)  
APPRECIATING 
Dream 
'What might be?" 
(What is the world 
calling for?) 
ENVISIONING 
RESULTS 
Design 
 "What should be--
the ldeal?"  
CO-CONSTRUCTING 
Destiny  
"How to empower, 
learn and 
adjust/improvise?" 
SUSTAINING 
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Data Collection and analysis 
Data collection methods included interviews to invite the nurses to talk about their 
experiences. Each interview followed a semi-structured format asking about positive 
experiences (see sample questions in Table 6.1). 
Table 6.1: Semi structured questions 
 Tell me about a time when you were caring for a person with an 
intellectual disability and mental health issues? 
 What was happening? 
 Tell me about a time when that care was going really well. 
 What did you value most about that time? 
 How do you know what was happening was positive and 
effective? 
 What did the person/their carer do to let you know things were 
going well? 
 Would you do anything differently next time? 
Data were openly recorded and transcribed verbatim. Initial open coding gathered a broad 
overview of the data followed with more focussed coding. Early themes were identified. 
The transcripts were then uploaded into the software program Leximancer (Version 4) to 
conduct a thematic analysis (Leximancer, 2011; Smith & Humphreys, 2006). Leximancer is 
a qualitative data-mining programme with demonstrated face validity and reliability that 
automatically identifies and maps themes, concepts, and semantic relationships from 
transcribed text. It uses a word association construct.  
Initial Leximancer analysis extracts a number of concepts from the transcripts, uncovering 
frequent terms, creating a thesaurus of these terms. The analyst then explores, examines 
and refines the terms within the thesaurus identifying terms that may be interchangeable 
or even uncommon. To clarify this is thinking about the word ‘time’ which may mean to 
‘take some time’ or may be in reference to a ‘point in time’, it is up to the analyst to explore 
and identify the discourse behind these words to avoid ambiguity. Leximancer seeks 
concepts, and the most frequently occurring concepts define a theme. Concepts in 
Leximancer are not revealed as singular terms such as one might deduce from a pure 
thematic analysis, a concept appears only as an occurrence from a compilation of related 
other thesaurus terms (Fanaian, Lewis, & Grenyer, 2013). To understand how the data are 
represented a sample of maps and figures (Figures 6.2 – 6.4) are presented here.  
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Interpretation of the visual representation of the themes shows, for example in Figure 6.2, 
a Leximancer Concept map where the shaded circles represent each central theme, for 
visual simplicity and clarity, only a small number of themes and concepts have been 
shown. Interconnections show relationships between themes and this is important to 
recognise as so often there is often more than one meaning in any sentence as any coder 
will understand; co-occurrence. The size of the theme circle indicates its prominence in 
regard to dominant discourse. Overlaps or close proximity recognises interconnections 
between themes and concepts and this is further revealed in interconnecting lines (Figure 
6.3) (Cretchley, Gallois, Chenery, & Smith, 2010). As the analyst investigates they can test 
each theme or concept deeper by clicking onto it and revealing other semantic 
relationships. Figure 6.4 provides a condensed example of the associated narrative 
revealed by Leximancer; these then link directly to relative sections of the transcripts and 
provide further exploration into how often each term appears within the transcripts.   
Figure 6.2: Leximancer Concept Map 
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Figure 6.3: Themes and concepts showing semantic relationships 
 
 
Figure 6.4: Associated narrative revealed by Leximancer 
 
 
 
 
 
 
 
 
 
 
 
 
 
 163 
 
Findings 
Demographics 
Thirteen Registered nurses participated in this study; nine females and four males (see 
Table 6.2).  The mean age was 45 years (sd = 8.175) with a range of 33 – 59 years. This 
mean is compatible to the average age of nurses in New Zealand which is around 46 
years (Nursing Council of New Zealand, 2012). Initial qualifications and post registration 
education are also described in Table 6.2. Nurses identified post registration study; some 
had undertaken more than one course or programme.  
Table 6.2: Demographic characteristics of Nurse Cohort (n=13)  
* Many identified more than one qualification/path of study 
 Mean Standard 
deviation 
Range 
Age 
 
45 8.175 33 - 59 
Experience 
Years qualified  
 
18.46 
 
9.971 
 
4 - 35 
Other characteristics n  % 
Ethnicity 
New Zealand Maori 
New Zealand (non- Maori) 
British 
 
1 
8 
4 
  
07.69 
61.53 
30.76 
 
Gender 
Female 
Male 
 
9 
4 
  
69.23 
30.76 
 
Initial Qualifications/registration 
Diploma Nursing 
Diploma HE (Nursing) (UK) 
Bachelor Nursing 
Psychiatric Nurse 
Psychopaedic Nurse 
Registered Nurse (Mental Health) (UK)  
 
 
2 
3 
3 
3 
1 
1 
  
15.38 
23.07 
23.07 
23.07 
07.69 
07.69 
 
Post Registration Education (n=27)* 
English National Board 
Post graduate Certificate 
Post graduate Diploma 
Master Degree 
Other (health related) 
Other (non -health) 
    
 
4 
7 
7 
1 
6 
2 
  
14.81 
25.92 
25.92 
03.70 
22.22 
07.40 
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Themes 
Leximancer analysis yielded four key themes for this cohort; which were labelled by the 
researcher as ‘Contextualising behaviour’, ‘Communication – Core or specialised’, ‘The 
confidence to care’, and ‘It takes time’ after central concepts were identified. These 
themes are presented below with verbatim direct quotes from participants to illustrate each 
theme.  
Contextualising Behaviour 
The theme Behaviour was central to the findings. This theme (a compound of behaviour, 
behavioural and behaviours) revealed semantic relationships with ‘assessment’, 
‘difference’, ‘care’ and ‘time’.  
Assessment 
The role of the nurse in understanding the complexities of behaviour that might be 
representative of illness was mentioned often. Nurses frequently referred to mental health 
symptomatology by using ‘behavioural’ terms as descriptors. For example reasons for 
hospital admission were often seen to be about behaviour…  
“It’s not usually evident what the mental health issue is. It usually 
seems to be there’s been a crisis in behaviour” (Nurse J).  
Nurse L declared  
“… the classic phrase you hear in mental health which ties in very 
well with intellectual disability people is the whole thing of 
behavioural. It’s a catch phrase in psychiatry and I think nurses in 
particular use [it] without any understanding of the whole realm of 
what behaviour is…”  
This nurse went on to clarify issues around understanding ID with the co-associated 
mental illness,  
“…you’ve got intellectual disability I guess as defined by the criteria 
of being intellectually disabled but you’ve got a huge continuum of 
people who have developed behaviours and the way they react is 
certainly on that continuum”.  
The skills in sorting through the complexity of typical /non typical behavioural 
symptomatology was highlighted by Nurse L in stating  
“When its complex and people are sort of well I think Johnny’s 
behavioural, it’s like what does that mean? Is it behavioural because 
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they’re acting in a way that reflects their lowered level of functioning 
from an intellectual point of view? Is it behavioural because they’re 
well formed in their thought processes but they’re choosing to be 
annoying? Or is it behavioural because they’re suffering a psychotic 
symptom and it’s causing them to go and hit someone else? …”  
 “so it takes quite a bit to be like, No that’s not behaviour that’s 
illness” (Nurse J).  
Nurse I mentioned the nurses skill in providing opportunities for patients to learn how to 
manage their behaviour considering the importance of balancing autonomy with risk in  
“giving them the opportunity to fail …I think that’s a really important 
part of our job, allowing people to fail or to have a go at doing 
something and it’s alright for me to fail at doing something, no one’s 
perfect at everything…just to say, Never mind we’ll try that again”.   
Acting as a role model and support for staff who may have struggled to understand was 
seen as important by Nurse M. Skills described were around 
 “interacting with the person, and having someone familiar to do this 
helped, someone who had more expertise to help the staff 
understand the behaviour with the context of deteriorating mental 
health this is actually happening within the context of de-
compensation, and yes I know it doesn’t look like what you normally 
see. So yeah, again explaining that, that behavioural component”.  
When asked what changed then for the nurses who learnt about behavioural contexts.  
Nurse M explained  
“ well I think once they could see that it was actually within the 
context of a psychotic episode then, then what I hope to see is that 
they will actually treat the person in the same way as they would 
someone else”.   
Is it different? 
In managing ‘difference’ the nurses spoke about recognising, understanding and 
managing what they considered was challenging behaviour in order to assess mental 
state. The complexities of understanding what was actually happening and avoiding  
misinterpretation of behaviour especially with people with ID was important with the nurses 
identifying that while they have specialised understanding for working in mental health 
when the person has the complexity of an ID they had to think differently often . If this was 
missed or misunderstood things just got more difficult. Identifying the differences in 
behavioural presentations was seen as an important skill and highlighted in statements 
such as the need to  
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“look for the differences” or “what you’ve described is there...in front 
of you but you have to bypass that to get through to find out what the 
need is”.  
A further skill was the ability to recognise the function of behaviour as  a way of 
communicating distress in  
” able to bypass that to get through to find out what the need is, 
whereas other people maybe just respond to the behaviour and that’s 
behaviour management 101” Nurse A.   
Nurse M also spoke of trying to understand the behaviour in the context of what she called 
distress in declaring  
“one of the most helpful things is understanding the behaviour is 
often a signal if distress or way of communicating as opposed to 
something being a behaviour problem that needs to be dealt with by 
the intellectual disability service with a behaviour programme”.   
Nurse A also was keen to make a point around understanding the difference between what 
might be considered challenging behaviour and what may be illness symptomatology and 
how it was important that other staff were helped to understand this too,  
“you know they tend to sort of see everything as being behavioural in 
all people. So it takes quite a bit to be like, no that’s not behaviour. 
That’s illness. You need to sometimes rein people in a bit and be like 
don’t be too harsh or don’t be too paternalistic, you know its illness 
not people trying to annoy you”.   
Collaborating   
While the struggle to understand the message being delivered in terms of behaviour was 
highlighted by several participants, Nurse I had a solution in  
“maybe we should get the intellectual disability staff down here to 
show us how to deal with people with challenging behaviours”.  
Reference to using others expertise was also expressed by Nurse J  
“that’s where you start relying on your experts and we get feedback 
and support and stuff from people who are more expert in that 
because it’s just, you know the psychiatrists know, that’s their 
job...you sort of treat, you deal with what’s in front of you”.  
Families and other natural supports such as carers were seen to be critical in helping 
nurses understand what was happening and how best to respond to the persons’ needs. 
Working with the family to understand what is going on was important to Nurse A who 
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described how talking with a mum helped to clarify how the person’s behaviour had 
changed and what might be concerning the mum  
“so looking for what was the difference in behaviour that mum was 
seeing that was concerning her”.  
Further clarification to help understand the behaviour was described in asking mum  
“how long had it been going on…what was happening in the 
environment…who was around”.  
Purposeful responding 
While data revealed many areas of complexities for the nurses they talked easily about 
those strategies that worked; the skills of the nurse in understanding and supporting 
people within an individual context. Assisting people to understand the impact of their 
behaviour was highlighted by Nurse B in discussing a situation where he was encouraging 
an individual who was presenting some behavioural challenges to have some 
responsibility around facets of their life to minimise the risk of disempowerment  
“if we don’t allow them to be responsible how can we order them to 
be responsible for their behaviour?”  
He went on to explain that if nurses always act in a paternalistic manner doing everything 
for the person then  
“somebody else makes the decisions for you [the patient], how easy 
it is to blame your behaviour on other people”. He emphasised, “a 
large part of your role is that teaching and helping people to mature”.  
Another strategy referred to in regard to minimising behavioural issues was highlighted by 
Nurse C who talked about reducing the level of stimulation when individuals were unwell. 
The importance of balancing interaction with low stimulus was seen as an important 
consideration  
“if you over stimulate him he just can’t cope, you have to draw back 
and it looks like you’re not doing a lot… if you do too much he’s away 
with the fairies…really unwell... After all at the end of the day we 
want them to be well”.  
Nurse K also talked about the benefits in effective interaction when describing her work 
with someone whose mood is elevated.  
Discussion around using behaviour modification plans was also evident and this was 
related to the skills nurses have. It appeared that simple behaviour modification was 
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manageable but if the person presented as more complex other expertise might be 
needed. Nurses however generally felt that their fundamental mental health skills were 
adequate most of the time  
“if I’m a good practitioner and have a broad understanding of 
intellectual disability …in terms of day to day skills required to work 
with someone I think the general developed psychiatry in terms of 
nursing gives people pretty good skills. It may be a different story if 
we are looking at some sort of complex behaviour plan, some sort of 
modification or something like that”.  
Knowledge 
Knowledge content included common notions like “diagnostic overshadowing”, “keeping 
your thinking a bit broad”, and “don’t make a decision unless you’ve actually got 
substantial evidence for what you’re saying”.  
Knowledge was described in regard to a broad range of knowing  
“you need a lot of knowledge and a lot of understanding of the 
broader concepts to be effective in working with these people I think” 
(Nurse E).  
Conversely many nurses spoke about trying to grapple with understanding intellectual 
disability and its impact on individuals  
“the biggest gap I think is knowledge and understanding about 
intellectual disability itself” (Nurse A) and (Nurse L)  “it’s sort of 
broken down into little chunks of very broad autism, Asperger’s, the 
sort of flavour of the month conversational pieces”.  
One nurse talked about how important it was to have specific knowledge through referring 
to understanding behaviours in relation to  
“particular diagnostic groups or syndromes…we need to know about 
psychosis and depression and all that sort of stuff…if I’m a good 
practitioner [I would] have a broad understanding of intellectual 
disability…” (Nurse G).  
Other nurses who felt more confident in understanding ID talked a great deal about 
sharing their knowledge  
“I don’t know everything of course but I try to sort of informally sort of 
share my knowledge… I think I probably annoy people a bit actually” 
(Nurse C).  
However while expert knowledge was valued recognising that many nurses aren’t 
specialised in the field this should not be a hindrance, Nurse L stated  
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“some people will undertake post graduate study and specialise 
academically in it then they’ll have informed practice and that’s great. 
But by and large the main bulk of the workforce is experiential based. 
So when it comes round to working with the folk you draw on the 
knowledge you have …drawing on all your existing strategies that 
you’d use with the general average person that comes through the 
doors”.   
Knowing about behavioural phenotypes [this is when people present behaviours that are 
typical to particular syndromes] was seen as a useful skill to have to work in this field. 
Nurse H talked about his early education where this was part of the curriculum and 
actually helped him to understand the behavioural indicators for individuals  
“…and although I look at the person as a person, I’m still very aware 
that there are certain traits that go along with autistic spectrum 
disorders, Prader Willi, all those things are important to know”.  
Others also referred to this  
“is this behavioural or is that autistic behaviour?” 
Communication – core or specialised? 
Communication as a theme also included concepts around  ‘difference’ and ‘understand’ 
with semantic relationships with ‘person’, ‘time’, ‘understand’, ‘confidence’, ‘environment’ 
and ‘challenging’. 
It maybe fundamental but it’s also specialised 
Having effective communication strategies was seen to be a core skill for all nurses 
working in mental health  
“… particularly in mental health, the tool that we use the most is 
communication “(Nurse B),  
“Yeah, but it is interesting I think when we start to look at what’s the 
essence of a good nurse in the mental health ... It’s those core 
communications” (Nurse C).   
However nurses spoke of the challenges when it comes to interacting with people with ID. 
Nurse L sums this up well in saying,  
“hospitals have million dollar machines that everyone has to be 
skilled at using, and you get to mental health and then include 
intellectual disability…and our only real tool is our communication 
and interaction skill. That is it. Now under that umbrella is skill and  
knowledge in terms of therapies or psychological strategies 
[however] at grass roots level its communication, its building trust, its 
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rapport … as long as you are confident you can get somewhere with 
the ID person”.  
Nurse J declared,  
“So all I think what happens is that you work with someone who can’t 
communicate and all of a sudden clinicians start to feel a handicap 
because the tool that they rely on the most is not working”.  
Nurse B also in talking about communication asserts  
“helping explain something in a way that is empowering and not 
patronising when you’re taking it right back to the basic level; I think 
that’s a specialised skill”.  
Creative communication 
Communication was identified as more than verbal dialogue; several nurses talked about 
using communication tools and techniques such as Makaton (a communication 
programme), Picture Exchange Communication System (PECs) or non-verbal 
communication techniques. Nurse A highlights this in telling a story about a young woman 
with autism who was thought to be manic  
“we did quite a bit of preplanning…we done some pre talking with our 
colleagues at the speech therapy service…we got some ideas from 
them about communication systems. And she’d been using a PECs 
system at school, so we got some extra signs set up…a few 
resources up our sleeves”.  
Being creative around trying to understand the complexities of illness symptomatology in 
people who have little or no verbal communication was also mentioned. This was clearly 
characterised by the statement  
“... if people were hallucinating I guess it’s pretty obvious, well to 
some people but if they were hearing voices or something distressing 
it’s not always so obvious… maybe getting them to draw a picture…”  
Understanding behaviour as a form of communication was referred to by Nurse M who 
explained  
“knowing that people with intellectual disability may not have the 
words to describe their distress so seeing that behaviour can actually 
be a way of communicating and signalling someone’s distress”.  
Creative communication was clearly identified also as essential to manage behavioural 
complexities and illness symptomatology, the nurses spoke of creative methods of 
managing this  
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“…a lot of the experience I had was …using pictures and diagrams 
and just learning to actually think quite laterally about how can you 
explain things in quite a basic way … explain something in way that 
is empowering and not patronising when you’re taking it right back to 
quite a basic level”, (Nurse J).  
Nurse J also declared,  
“I think that’s a specialised skill, to get that information across in a 
meaningful sort of informative way that’s not you know like you’re 
talking to someone who can’t understand. You’ve got to try and make 
it a meaningful conversation and I think that’s quite a specialised 
skill”.  
Nurse A described an example of the complexities she faced in understanding and 
communicating  
“one person I’m working with at the moment expresses hearing 
voices but in her case the voices are her thoughts and 
memories…and that is very different to the young man I work with 
who has intellectual disabilities and experiences psychosis and when 
he hears voices his presentation is very different and he is actually 
hearing voices literally. But they’re both using the same terminology” 
Collaborative communication 
Effective two way communication with various others was also seen as critical,  
“makes a huge difference”.  
Others included other health professionals, or more experienced nursing colleagues  
“really good communication, it’s about valuing everyone’s opinion, 
everyone’s listened to”,   
 “it’s about talking to my colleagues, colleagues who I think might be 
better than me” [in regard to communicating with people with ID and 
mental health support staff (mental health assistants MHA’s) “they’re 
the people that are out there most of the time doing…they see lots of 
things we don’t…when I do my notes I will always make sure I have 
the MHA’s with me and we collate the information”.  
Communicating with family and other carers was also seen as vital,  
“that communication can be really tricky and that family and people 
who know are most important interpreters, key, they’re really the 
people who can provide the background  as well as other services, it 
worked exceptionally well between the organisation the person come 
from, the ward and me. Like the communication was really good, we 
all knew what exactly we needed to do and what the focus was” 
(Nurse E).  
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This was summed up well in a story from Nurse I around one person who was admitted 
where the process went very smoothly resulting in a good outcome  
“…it worked exceptionally well, well between the organisation the 
person come from, the ward and me…we all knew exactly what we 
needed to do and what the focus was,… everything went bang, bang, 
bang and it was good for the person. We could actually say to them, 
Look you won’t be here long, we just need to do this, and this needs 
to happen…and that’s what exactly happened because there was 
good communication and that makes a huge difference”.  
The Confidence to Care 
Care as a theme uncovered semantic relationships with ‘difference’ and ‘conversation’ as 
well as interconnections to the broader themes of ‘communication’ ‘time’ and ‘behaviour’.  
Guiding philosophies 
Care was discussed by many participants in regard to nursing frameworks and 
philosophies. Nurse C reflected back on the philosophy of care in the early 1990s which he 
stated was around the notions of normalisation  
“Wolfensberger, it was, O’Brien and all that stuff and I guess that’s 
what is what I was brought up with in that service” [these are well 
known theorists from early deinstitutionalisation literature].  
He went on to state that this is what he believes in  
“I’m a strong believer in trying to make things as normal as possible”.   
Reference to other experts as guides to how one’s own philosophy was informed was also 
mentioned. One nurse suggested he felt ill prepared to work with people with ID in his 
comprehensive nursing education  
“in terms of your assessment skills identifying what the issues are, 
understanding what you’re dealing with, that was very deficient” 
He went on to mention the work of two experts  
“Richard Lazarus and Susan Folkman….she did a lot of her work in 
the 80’s in coping strategies of partners who had HIV aids”.  
This nurse explained how that framework was relatable to care in this field. The emphasis 
was focussed on  
“how does one respond to kind of stressful situations. And so I took 
that kind of framework and thought, okay with this person can I apply 
this here”.  
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An example then was provided in describing his work with one client where he was 
struggling to work out how best to assess and respond effectively and methodically  
“are there any patterns here? … I was going to map out when he did 
react, when he was more likely to react and found his key external 
stressors which we could link the two together …but probably my 
approach was to do it more systematically and then with that we 
were able to put together a plan so that we could anticipate when he 
was going to react in a certain way”.  
However talking about caring also presented a more pragmatic approach when nurses 
talked about the daily tasks of ‘care’ including ‘making sure they get the right medication, 
that their care plans are up to date and adhered to’. When undertaking assessments 
Nurse E emphasised that  
“Real basic stuff like how long do they sleep, what colour shirt do they like” was also 
important as well as the “mental health stuff”.  
Confidence 
Care and behaviour as related concepts was about how staff managed the complexities of 
having people with ID in the service. Nurse L referred to this in  
“and I look at these folk and I always think that they actually get, in 
my view, a reasonable care in terms of polite staff, coping very well 
with some repetitive difficult behaviours”  
This nurse went on to explain  
“ID folk are not a favoured sort of clinical group...it’s interesting the 
attitudes of staff if they’ve to go and help out on the ward in an area 
they are not confident, not comfortable within their practice”.  
When asked what might drive this discomfort Nurse L referred to nurses feeling out of their 
depth  
“Well it’s not my area of practice and I don’t have the experience”.  
Not having in depth knowledge however wasn’t seen as a deterrent to care by Nurse B 
who was confident that as long as the nurse had good fundamental assessment skills care 
could still be adequately provided, Nurse B explained  
“It’s a bit like …you know I don’t have a super in-depth knowledge 
…but I do know as a nurse my role in terms of assessing…, for 
identifying patient need and then trying to find the interventions that 
meet the need of the time”.  
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How a person is presented to the team has some potential influence on the team’s 
confidence to care for them it seems. Nurse L goes on to elucidate  
“…if a clinician in our ward says Johnny’s here because he’s got 
schizophrenia and there’s been a massive exacerbation of his 
symptoms and in particular these. So we’re going to assess him for a 
week and see if we can modify his medicines or other strategies so 
that would be fine, everyone would be feeling confident and 
focussing on that”.   
He compared this with  
“if a clinician walks in and says, What’s that ID patient doing here, 
they’re already under the ID service, well then just look after them 
until a bed is available”  
He explained that at a collective level the response then might be very limited as everyone 
is just waiting for the person to leave and are “not particularly interested”.  
It takes time 
Nurses referred frequently to ‘time’ in identifying how they managed. Assessment was a 
key concept in relation to time and closely related to the notions around care and 
communication.  
You have to take the time  
Nurse I talked often about how difficult it was for staff as they have to spend so much time 
with the person with ID to try to figure out what was going on, to assess.   
“You’re almost having to one to one the person, whereas in a unit of 
similar people they don’t require any more care and attention than 
anyone else”.   
Taking the time was important for another nurse to solve the issues who in reflecting on 
the differences in the system nowadays compared with institutional care referred to,  
“…because a few years ago you would’ve been trying to get this 
person out saying it’s behavioural, behavioural. Thank you for your 
time and effort, but I can’t do anything more” stressed how important 
it was that time was now taken to “solve the problems”.  
The impact on staff in regard to how much time they needed to work effectively to support 
people was mentioned by others   
“…the problem with a person with intellectual disability with 
challenging behaviour is that [it] doesn’t settle that quickly and that’s 
where the staff struggle” (Nurse I).  
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Time and communication 
Creative communication techniques take time  
“It’s about practicing, it’s about trying something, using wording and 
seeing if that works seeing if they respond in a positive way and if 
that doesn’t work then trying something different” (Nurse E)  
or as Nurse G explains  
“It’s a matter of trial and error, trying things, what worked, what 
doesn’t work, trying to find certain key words of certain key phrases.  
Of course this takes time  
“it’s important to take the time to listen, taking the time to observe, 
trying things, failing…learning from those mistakes” (Nurse G). 
It takes time to learn 
 ‘Time’ in another sense was discussed in regard to gaining specialised experience. 
Acquiring knowledge over time was highlighted by Nurse L in regard to not having 
specialist knowledge as such. An example was given by Nurse L in stating  
“[If I] go and work in the ID unit, I won’t be provided with any 
additional training for that or any specialist knowledge…but 
experientially I will acquire knowledge over time”.  
Discussion and recommendations 
These results reflect a representative selection of the data that gives voice to nurses who 
have cared for people with ID and mental health issues in inpatient settings. The themes 
presented here provide some insights into the common experiences of participants. 
Providing mental health nursing care for people with ID is clearly multifaceted given the 
breadth of obstacles nurses may be presented with. The nurses in this study have 
identified many unique and creative ways they have responded to these multiple 
complexities. They revealed the importance of focus on behavioural indicators and issues, 
recognition of psychiatric symptomatology in the absence of often overt signs, diverse 
communication needs and various cognitive and developmental indicators that must be 
considered. Within this context, participants reflected upon their experiences offering 
personal interpretations in identifying the aspects of nursing that mattered and that 
worked.  
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Focussed assessment 
Nurses work in managing behaviour sees them utilising diverse skills to respond effectively 
and supportively while managing safety and risk (Ailey, 2003). There are numerous texts 
and journals that prescribe frameworks for nurses working in psychiatric/mental health 
settings (Harmon, Petrie, & Taua, 2013; Perdue & Piotrowski, 2000). However, many of 
these are less useful when the person has an intellectual disability as assessment in 
mental health gathers not only observation data but also is very reliant on subjective data 
in an interview type setting (Delaney, 2006).  
The nurses revealed their awareness of common misperceptions around behavioural 
expressions of distress versus learnt behavioural reactions.   One common concern in 
regard to the latter is ‘diagnostic overshadowing’. This term, first coined by Reiss and 
colleagues (1982 cited by Cooper, et. al., 2003, p. 5), refers to a phenomenon where 
“some debilitating emotional problems appear less important than they actually are, when 
viewed in the context of the debilitating effects of mental retardation” (Cooper, Melville, & 
Enfield, 2003; Reiss, Levitan, & Szyszko, 1982). Behaviours that may be indicative of 
mental illness are therefore erroneously attributed to the intellectual disability and the issue 
of the mental illness gets disregarded (Devine & Taggart, 2008; Gentile & Gillig, 2012).  
The notion of ‘diagnostic overshadowing’ came up often in nurses talking about their work 
in understanding and managing behaviours. What was particularly pertinent was that the 
nurses were able to articulate how important it was to understand or contextualise that 
behaviour to the person. They were able to understand the behaviour as an expression of 
being rather than something aberrant to be fixed. This is a highly insightful skill when one 
is able to recognise that we all ‘behave’ according to particular emotions and/or events and 
that if this is not understood then it is seen negatively. An important task or skill revealed 
then is for the nurse to decide after thorough assessment whether the behaviour is 
‘problematic’ needing fixing or whether it is the ‘norm for the person as an expression of 
something’. Responses then are decided cognisant of this (Gentile & Gillig, 2012).  
Creative Communication 
When nurses’ work effectively with people with intellectual disability and mental health 
issues they use advanced communication skills to gather the information, make sound 
clinical decisions and plan care and treatment (Bakken, Eilertsen, Smeby, & Martinsen, 
2008).  These authors stress “Communication strategies that are considered effective 
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seem to decrease with disorganised symptoms in intellectual [sic] disabled adults…” (p. 
12).  As revealed the nurses had to work hard at times to manage the diverse 
communication styles and linguistic limitations they were presented with. The Royal 
College of Speech and Language Therapists have developed a useful tool for nurses 
describing adjustments that can be made when supporting individuals diverse 
communication needs (Royal College of Speech and Language Therapists, 2013).  
It is well documented that communication with people with intellectual disability is difficult 
at times due to the impacts of their primary intellectual disability and often many other 
comorbid conditions such as hearing impairments (Harmon, et al., 2013). This becomes 
even more complex with the addition of mental illness symptomatology (Rose, O'Brien, & 
Rose, 2007). When caring for any individual in a disturbed mental state the nurse is often 
very reliant on talking with the patient to try to gain a sense of what is happening. 
Individuals with intellectual disability often have a great deal of difficulty describing 
emotion, mood and other psychiatric phenomena. The nurses in this study identified the 
importance of working creatively to try to find out what was happening for the person. They 
referred to the importance of learning about augmentative communication methods where 
applicable including drawing on the skills of others such as community carers, family and 
other health professionals (Dunworth Fitzgerald & Sweeney, 2013; Harmon, et al., 2013).  
Adapting frameworks 
The interface between ID and mental health care while complex is imperative. Gilbert et al. 
(1998) asserted the theoretical base for understanding mental health issues in people with 
intellectual disabilities “relies upon the traditional theories of mental illness being extended 
to cover people with learning disabilities” (p. 1152). However these conventional nursing 
frameworks are often inadequate in this field. Some of the challenges the nurses faced 
were regarding philosophy or frameworks of care. Some of the nurses described early 
disability philosophies and were able to articulate how these continued to inform 
contemporary care. Others identified various other frameworks that they had learnt to 
adapt. Gentile and Gillig (2012, p 11) sum this challenge up well in stating “ID systems 
may meet the individual where he is without expecting significant change in functioning… 
By contrast, MH systems typically focus on “cure and are recovery oriented, in that the 
expectation …is the achievement of clear short term goals”.  In consideration of this it 
seems the nurses worked carefully to find ways to manage their care in the absence of 
any particular framework or philosophy. The nurses were however able to describe their 
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skills in modifying their psychosocial interventions however some caution must be stated 
that it isn’t only about modifying and adapting current practices but about thinking beyond 
this when that doesn’t work (Hatton, 2002).  Given this complexity then it is vital that 
nurses have the knowledge and skills to identify typical and atypical symptomatology, 
behavioural indicators, and life event contexts and are then able to respond effectively 
(e.g. Ailey 2003; Chaplin 2004; Gabriel 1994; Higgins 2004; Taua &Farrow 2009).  
There is little research evidence regarding the most effective assessment and decision 
making framework for nursing people with a comorbidity of intellectual disability and 
mental illness. The framework often cited in the literature is ‘JOMAAC’, an acronym which 
stands for judgement, orientation, memory, affect, attitude, and cognition (Hamer, 1998; 
Harmon, et al., 2013).  This is a behavioural assessment tool to be used in undertaking a 
mental status assessment. Hamer describes it as useful in that it is based on behavioural 
observation rather than traditional questioning; an important consideration especially with 
people who have verbal and cognitive limitations. However even in using this, the task is 
complex.  Another useful behavioural data gathering framework is the Developmental 
Behavioural Checklist for Adults (DBC-A) (Mohr, Tonge, Einfield, & Taffe, 2011). This 
provides easy to complete checklists for carers looking at emotional and behavioural 
disturbances; psychopathology.  These checklists must then be interpreted by experts 
trained in understanding psychometrics. While the DBC-A assesses behaviour the nurse is 
then reliant on others to interpret and inform them on how best to deliver care from a 
nursing perspective.  
Preparing nurses for complex situations 
A further dilemma in effective response to the mental health needs of people with ID is 
around current nursing education.  Globally nursing education differs in regard to the 
learning experiences of nursing students around the health needs of people with disability. 
While in some areas specialist ID or mental health nursing education remains the norm, in 
many other countries nursing education is now focussed on comprehensive knowledge 
which at times does not include understanding the care needs of people with various 
disabilities (Chaplin, 2004; Taua & Farrow, 2009; Taua, et al., 2011). Yet current evidence 
implies that even brief education and experience in this field can augment nurses 
confidence, and help them reflect on attitudes (Chaplin, 2004; Costello, Bouras, & Davies, 
2007).  It is important that nurses are able to recognise the symptoms of mental illness and 
have the confidence to refer to specialist services when needed, as often service users 
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themselves do not have the ability or opportunity to self-refer. The majority of professional 
and support staff working in ID services also come in regular contact with service users 
who have mental health problems, yet a minority receive any training in this complex area 
(Rose, O’Brien, and Rose, 2007).  As discussed, the nurses in this study have revealed 
some important areas that could be considered in preparing nurses for this role. 
Limitations 
While the sample may seem small and major generalisations cannot be made, it is worthy 
to note that generalisability in qualitative research is not about the extent to which the 
findings can be applied to the broader population more about providing the opportunity for 
readers to identify with some of the content and relate it to their own situation (Morse, 
1991; Streubert, 1995).  
Conclusions 
The aim of this study was to explore the role of nurses in caring for adults with ID and 
mental health issues in inpatient settings.  Overall the findings of this study support 
previous research in this area. The key aspects of this work have been understood from a 
positive framework regarding the aspects of nursing that do work well. What has been 
shown is that nurses were able to describe a range of creative and adaptive ways of 
nursing in responding to numerous complex factors they faced in their roles. This suggests 
a strong foundation on which to advance nursing care in this field. These foundational 
concepts include creating a therapeutic environment and philosophy of care which 
considers safety in regard to behavioural presentations, cognisance of relevant contextual 
factors, confidence and creative communication. Recognising that more complex needs 
might require further resource is also evident when considering how the nurses described 
enhanced care when they had the time. These aspects may be considered in future 
planning around the multidimensional needs of this group and how nurses may respond.  
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Chapter Summary 
This chapter consisted of the paper that has been submitted for review. It follows the 
previous chapter in that it presented findings however this time it was the nurse’s voices 
that were privileged. Nurses have identified those particular aspects of care and the 
important strategies they utilised when caring for people with intellectual disability. The 
image of care is now expanding. The next task in this thesis is to understand care from the 
perspective of the carers and this is what comprises the following chapter.  
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CHAPTER SEVEN CARERS VOICES 
“When minds meet, they don’t just exchange facts: they transform, reshape them, draw 
different implications from them, engage in new trains of thought.” 
Theodore Zeldin 
 
Introduction 
This chapter presents the findings from the third cohort, the carers of people with ID. As for 
the previous two chapters data were collected and analysed in the same way. This chapter 
concludes with a summary of the findings leading to the final set of recommendations 
arising out of phase one of this study.    
Demographics 
Demographic data, n =9, (see Table 7.1) collected for this cohort included gender and 
ethnicity as well as a brief descriptor describing participants roles in supporting person/s 
with ID and mental health issues. The number of years each participant had been in this 
role was also gathered. There was one parent and a wide array of both professional and 
non-professional staff making up the remainder of the cohort. With a mean of 19 years (sd 
= 10.8, no mode) working in the field from a range of 3 – 33 years there were clearly many 
very experienced people in carer roles. While it might seem that the parent, who was still 
supporting their family member as an adult (a total of 33 years), might skew the data 
removing just that data still revealed a mean of 17.25 (sd= 10.11) years.  Other interesting 
data were evident in the higher number of male carers in support roles which seems 
contradictory to what is usually revealed in health care settings where there is usually a 
predominance of female staff. This might be explained given that around 67% of the 
participants were working in leadership/coordinating roles which often attract male staff.  
This may be assumptive however as no statistics were available for comparison around 
gender rations in the care industry in Aotearoa New Zealand (Personal communication K. 
Ault, Health Workforce New Zealand 11/03/2015).  
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Table 7. 1: Demographics of Carer Group (n = 9) 
 
Findings 
Participants were guided to talk about their experiences when supporting a person who 
had been under their ‘care’ [supported while in the community] at the time this person was 
admitted to hospital due to a mental health issue.  Each one of the participants had visited 
the person at least once while they were in hospital and were able to reflect on what was 
important to them in regard to their relationship with that individual and inpatient staff. 
Leximancer analysis revealed five overarching themes. These themes are Nurse, 
Better/Best, Feel, Doing and Talk. These themes are expanded below with verbatim 
quotes from the participants and highlight the range of experiences articulated.  Each 
interview followed the semi-structured format asking about positive experiences. Visual 
examples from Leximancer analysis are shown in Figures 7.1 – 7.4. Interpretation of the 
visual representation of the themes shows, for example in Figure 7.1, a Leximancer 
Concept map where the shaded circles represent each central theme. The size of the 
theme circle indicates its prominence in regard to dominant discourse. Figure 7.2 shows 
each theme in regard to its strength in the data, and provides a condensed example of 
associated narrative, which links directly to relative sections of the transcripts to provide 
further exploration the narrative data.   Interconnections show relationships between 
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themes and this is important to recognise as so often there is more than one meaning in 
any sentence or co-occurrence. Overlaps or close proximity (Figure 7.1) recognises 
interconnections between themes and concepts and this is further revealed in 
interconnecting lines (Figure 7.3) where the theme ‘nurse’ is highlighted with its related 
concepts (further elucidated in figure 7.4).  
Figure 7.1: Leximancer capture of key themes 
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Figure 7.2: Highlighted themes and associated transcript links example 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
Figure 7.3: Semantic relationships between concepts related to the theme ‘Nurse’ 
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Figure 7.4: Likelihood of related concepts 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
 
The role of the Nurse  
Nurse as a key theme included  concepts such as ‘disability’ ‘work’ and ‘believe’ and 
revealed semantic relationships with ‘doing’, ’talk’ and ‘better’.   
Many of the carers referred to various positive and important attributes of the work nurses 
did with the person they cared for.  
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 Adaptable frameworks of care 
Nursing frameworks were mentioned by Carer C as well with a strong recommendation 
that Maori Frameworks of Health (Ministry of Health, 2014) underpinned the work of the 
nurse. This participant was adamant there was not an evident framework of care for the 
nurses and was keen to point out the adaptability of Māori models. This carer referred to 
“Te whare tapa wha” [An holistic Māori model of health often used in mental health in 
Aotearoa New Zealand] framework. The small numbers of Māori registering as nurses was 
seen as problematic for this carer.  
Carer D however while referring to models of care was cautious to suggest that nursing 
frameworks were important however they needed to be adaptable 
“You have to adapt to the environment, to the situation, to the 
person, if you become prescriptive then yep one person out of ten 
might make it to the end”.  
Carer H was not able to identify a particular model of care in the service but expressed an 
awareness that there may have been. Nevertheless this participant was still satisfied with 
how their person was treated  
“I don’t exactly know their system of care up there but I do know that 
they’re very, very good.”  
Carer B talked about the importance of nurses using a range of diverse skills in supporting 
individuals, referring to nursing care as an art.  
“Everything is an art form. From diversion to touch, to smell, to 
sensory modulation, there’s a raft of tools out there”.  
This participant went on to say that what was important was that the nurses recognise this 
diversity and initiate it.  
Caring for the patient 
Care as a quality was important to Carer G who when talking about the person he/she 
supported even when that person was in seclusion  
“I don’t like it but they’re good to him, they’re terrific with him…they 
treat him like a son, they care for him”.  
When asked further what were the things the nurses did specifically to show care this 
participant referred to time and patience  
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“they know, they have patience with him, they know he’s sick and 
they know that [name withheld] is not normally like that and they just 
keep him away from all the other patients”.  
Going the extra mile was also referred to in regard to care  
“They’ll go and buy him and ice cream and stuff like that or they bring 
McDonalds into the ward for him…they treat him really nice”. 
Carer E talked about the importance of consistency for the person cared for. This 
participant would like the nurses to just keep the person safe and care for them as much 
as they did  
“Just treating him like I treat him and stuff like that, with respect and 
stuff like that…I mean he’s got to be told off …but you know there’s a 
way to be told”. 
Creative care in regard to developmental needs was referred to by Carer G in talking 
about the regressive behaviour that occurred when the person they supported went into 
hospital. A situation of this regression was described in  
“Well when he first went in there, like he was standing in his pyjamas 
and he’d just piddle in his pants and he’d be screaming out and stuff 
like that and he wanted his teddy bears”.  
This carer went on to explain that extra support for the nurses was sought to help them 
understand what was happening and once that happened the care was better 
“they didn’t know what they’d struck with [name withheld] like he’s a 
wee baby…but after a while the nurses were running down the 
hallway with his teddy bear and his [identifier therefore withheld] and 
he was following them and stuff like that”.  
The support was in being urged to contact the carer to comprehend what was happening.  
Caring for the carer 
Care was also discussed in relation to the interactions between carers and inpatient staff. 
Feeling comfortable to interact with the nurses was important. A sense of being welcomed 
and valued seemed to underpin this. 
Carer C referred to the importance of patience and interest, patience with not only the 
consumers but also family and themselves as carers  
“Approaching them, talking to them, taking the time to do this, asking 
them…”  
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The nurses’ skill in understanding and respecting the role the carer played was mentioned 
often. Great value was placed in nurses being able to undertake their role while developing 
relationships. This was well described in this snippet from Carer A  
“Yeah, and just knowing, knowing, the first couple of days is crucial 
knowing exactly why they’re in there and just spending that first initial 
two days solid sitting down with us, talking, being that support 
network and making sure they know we’re here and we’re not going 
to go anywhere.  And that I suppose is laying down the foundation for 
the fourteen day assessment that’s ahead “  
Role synergy between carers and nurses was explained by Carer I in saying  
“but yeah what they provide there that we can’t provide is they can 
isolate him from his peers.  And they can, they have more, like it’s 
secured so he can’t leave and so it lowers the risk.  It’s more risk 
management I feel in there” 
Carer H also talked about how the relationships between the carer and inpatient staff 
mattered. This carer referred to being treated better because of he/she had fostered a 
good relationship  
“I think I’m pretty lucky ‘cause I think sometimes we don’t, if I know 
the staff there and they know me then I get treated a bit better and a 
bit different to some community support workers”.   
Being treated better meant one could get more information about the person and one 
would “feel included”.  
When Carer G was asked “What do the nurses do that makes you feel ok?” the response 
was 
 “Well they always welcome me when I get there and stuff like that 
and they always tell me what’s going on with [name withheld] and if 
there’s anything wrong they ring me up and tell me what’s going on”.   
Carer I also felt the nurses responded positively in saying  
“I’ve always found if I, like if I call… there to speak to a nurse, 
whenever I’ve got hold of the nurse of that person they’ve been really 
great.  You know like I’ll explain who I am and ask a series of 
annoying questions and they answer them all…” 
Carer H also talked about the freedom to visit and find out what’s happening  
“Oh yeah, we can go and see him any time, I just make contact with 
the charge nurse there and all the clinical people up there and yeah 
they give me access and my staff, whoever wants to go up there and 
just see him”. 
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Carer K explained what having a good working relationship meant 
“I get invited to the ward reviews, I get input into what’s going on, 
they let me work with the clients when I’m on the ward…” 
Role synergy 
Knowing the nurses helped in feeling supported for Carer A who talked about the 
relationships between their role in the community and the inpatient nurses role. 
Understanding their role was referred to in  
“I think what I value is as soon as you tell the nurses and stuff it 
makes you, who you are and what your role is and stuff like that, 
whenever you came to the unit, ‘cause it’s like sometimes it’s locked 
and stuff like that, they just, they’re more than happy to let you in.  
Oh yeah, [name withheld] just down there, and stuff.  So after a while 
they made you feel welcome”.   
This carer went onto stress how important it was that the nurses respected the support 
staff  
“with the young girl who I supported, sometimes I felt that when I first 
went in there they were like, Who are you?  Are you a family 
member?  And I said, No, I’m the support worker.  I believe 
sometimes the professionals who have got qualifications as such 
actually like, well, so? do you know what I mean?  But they don’t 
understand how much work we do and how much structure we put in 
their lives and how much knowledge we know about these people, 
even though we like them to answer their own questions ‘cause 
they’re their questions, sometimes it’s good to step back and say, 
Hey look can you tell me a wee bit about this person, ‘cause they can 
all help”. 
Carer J talked about how they saw their role as being synergistic between self and 
inpatient staff  
 “One of our clients that ….that is non-verbal ...  I mean we need to 
find out who knows them from their organisation, to sit with them, 
alongside them for as long as possible to get them settled in and 
portray what they’re trying to say to the hospital staff, so the hospital 
staff can get to know [them].  Then the hospital staff can explain to 
you what is happening from their perspective too” 
Talking matters 
The theme Talk was a compound of talking and talk and revealed close semantic 
relationships to the concept of ‘thought’ and the larger themes around the work of the 
‘nurse’ as already discussed.  
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Carers share information 
Talking to the carer was important and many carers stated that they felt the care of the 
person was much enhanced when the nurses took time to talk with them. Carer J summed 
up some of the experiences of the carers in valuing being consulted with in the statement  
“I think the main thing is actually not being dismissive of that support 
person.  Listen, you know that’s the thing, ‘cause I know that actually 
has happened on a number of occasions where the staff have felt not 
valued because they’re a support worker and haven’t felt valued and 
listened to.  Where actually some stuff, if they’d listen to them in the 
hospital then they wouldn’t have the same problems.  But yeah that’s 
the thing, just remembering that they’re the person that knows that 
client the best.” 
  Being able to talk with the staff is important for Carer B in the following…. 
 “They let me know what they’re going to do and that.  But I don’t 
know, I can really go in there and I’m pretty, I feel welcome, I’ve got 
no hassles, yeah.  If I want to talk to somebody I just go and talk to 
them, I don’t have to worry about making an appointment or 
anything”.  
Carer D talked about the importance of their knowledge about the individual and how 
imperative it was that nurses asked about the particular idiosyncrasies of an individual. 
Carer D appreciated it when given the opportunity to explain how things were,  
“Look, he has a tendency to present quite like, as if he understands 
things really well.  But from my perspective he presents a lot better 
and more capable of understanding than he actually is.”   
And Carer B stated 
“Oh yeah they’ve got to talk to us otherwise they wouldn’t know 
what’s going on at the coalface” 
Nurses share information 
Carers relied on feedback from nursing staff as well. They described concern in not being 
able to do anything very practicable while the person was in hospital and therefore feelings 
of usefulness were in the ability to converse. Carer H summed this up well in saying 
“For us as support workers the only thing we can do outside of the 
hospital is just try and support him, go and see him…talk with the 
clinicians and they usually give us a run down on what has to happen 
and what is going to happen…in terms of the incidents and stuff…we 
talk about everything”.  
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Letting the carer know what is happening was important and Carer G really appreciated it 
when nurses phoned to say what was happening particularly if there had been any change 
in the person’s mental state. 
“Yeah they ring me and that; they say ‘how are you today?’…they tell 
me not to worry; they just want to keep him safe”. 
Managing feelings 
Feelings as a theme was evident when carers talked about their notions around how 
services were delivered better when there was consultation and collaboration. Semantic 
relationships to this were revealed in discussions around the nursing care and how nurses 
talked with them as discussed, as well as the way the service was run. Feelings were 
expressed in relation to seclusion as shown here by Carer G who didn’t like seclusion 
being used but felt it was for the best  
“I don’t know, I know he has to be there, he has to be in there, no 
because he’d get hurt and that, he’ll just get, and he could hurt the 
nurses too if he gets angry so he’s better down there and he goes to 
sleep…”  
Likewise medication was viewed in a similar light  
“I don’t like it, but I know he has to have it.  If he didn’t have it I don’t 
think [name withheld] would be able to survive in the world, I think 
he’d be locked up in jail because he’d just go off I think.”  
There appeared to be a degree of acceptance and trust in the role these interventions 
played in hospital.  
Hospital as a place to feel ‘safe’ was also referred to by several participants. Carer H 
called hospital a “safe haven” when the person was incredibly unwell with their “disabilities 
and their mental conditions”.  
Frustration as a feeling was talked about in regard to the inpatient service not doing what 
the community service thought should be done. Carer H was concerned about the 
absence of things to do while in the inpatient unit and enjoyed the nurses who found things 
for clients to do. 
“The only difference between us and them is that we try and 
encourage our clients to actually try and become productive or 
industrious, do a little bit.  Whereas up there well he just mopes 
around all day, smokes, drinks coffee, orders everybody around, 
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those kinds of things.  And that’s where he feels safe because he 
knows that people will do those things for him”.  
Some of this may have arisen because some participants were very experienced nurses 
working in the community and could see alternative ways of caring for their clients but 
needed to let the service do what was needed.  
Carer K talks about her previous experience in regard to a situation where perhaps the 
understanding of the impact of the behaviour was not so evident,  
“I feel so frustrated coming from a behavioural background” 
Nurses who were able to respond in a compassionate manner to carers were valued. 
Carer G described feelings of guilt in regard to frequent readmissions “I feel like it’s my 
fault” but was able to describe how important it was that this was not portrayed when 
he/she visited the unit  
“I’m always made to feel welcome”.  
Discussion 
Supporting people with dual disability often requires a high level of care from a wide range 
of support systems including families (when involved) community support services and 
health care professionals. According to Nehama, Dakar, Stawski, and  Szor, (2006, p 286) 
“the presence of mental disorder is the single most important cause of social care 
breakdown in community living, disruption of productive vocational involvement, admission 
to long stay hospitals and caretakers burden”.  
Creative and diverse nursing care 
The notion of care in relation to the work of the nurse was easily described by the 
participants. One of the most striking findings was how the work of the nurse was 
highlighted in the narrative around the art of nursing being creative and diverse 
demonstrating an importance for the nurse being interested enough to identify individual 
contextual factors and needs. Findings also demonstrate how nurses were able to take the 
time to adjust or adapt their practice.  
Carers did not describe any one particular care framework or philosophy that they thought 
could be used by the nurses although one carer was keen to suggest that nursing in this 
area could be enhanced more effectively in incorporating the concepts embedded in the 
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named Māori model of care the ‘Te Whare Tapa Wha’ model. Clearly there are some 
advantages in this suggestion as this model is holistic and all-encompassing in that it asks 
the clinician to remain cognisant of key aspects of the person’s life. These aspects (often 
named cornerstones and presented symbolically as a Whare [transl. house] with four 
corners are whānau (family health - the capacity to belong, to care and to share where 
individuals are part of wider social systems), Tinana (physical health – the capacity for 
physical growth and development), Hinengaro (mental health - the capacity to 
communicate, to think and to feel mind and body are inseparable) and Wairua (spiritual 
health-the capacity for faith and wider communication),(Ministry of Health, 2014). 
Whatever model of care guides the nurses practice it was very clear from the participants 
that those nurses who were able to be multidimensional and creative in their responses 
were valued. Care is enhanced when treatment goals are determined early on and 
fundamental emotional and practical needs of the person are met (Dosen, 2006). Carers 
expressed confidence in leaving the person in hospital at these times.  
Respectful support 
Relationships with carers are critical particularly where the individual has limited capacity 
to seek help or describe their own health needs. Since individuals with ID are rarely able to 
initiate their own referral they are highly reliant on those around them, their carers 
(Maitland, Tsakanikos, Holt, & Bouras, 2006). Feeling supported and listened to was 
important to the participants. They articulated that they valued times when nurses took the 
time to listen to them and respect their knowledge. The relationships between inpatient 
staff and carers was important with some inference that having a good relationship with 
inpatient staff often meant a better deal for the individual receiving care (Clarkson, Murphy, 
Coldwell, & Dawson, 2009). Clarkson et. al., (2009) refer to the importance of these 
relationships in serving both emotional and practical functions.  
Knowledge and communication strategies 
Understanding the needs of individuals was referred to by the carers who appreciated staff 
who were able to recognise what was happening for the person or at least who were 
interested enough to ask their opinion.  An important consideration in caring for people 
with intellectual disabilities is in realising those complexities in communication, particularly 
in regard to limited communication (Nehama, Dakar, Stawski, & Szor, 2006) or as referred 
to by these authors as “linguistic limitations”  (p 286). The differences in communication 
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styles very often lead to feelings of frustration and loss of autonomy (Dalton & Sweeney, 
2011). Carers were often well practised in managing these complexities and limitations 
and therefore were able to describe the importance of their role in helping nurses 
communicate more effectively. Thurman et al ( 2003, p.8) rightly asserted that 
communication is a “shared responsibility amongst all those who live and work with people 
with learning disabilities”(Thurman, Van der Gaff, Money, & Jones, 2003). Carers 
appreciated it when they were able to guide nurses in understanding the individuals’ 
presentations and descriptions. It is undoubtedly fundamental that inpatient staff utilise the 
knowledge and skills of support people in facilitating communication (Dalton & Sweeney, 
2011; Royal College of Speech and Language Therapists, 2013). According to the Royal 
College of Speech and Language Therapists (2013, p.2) effective communication 
strategies underpin all other approaches it is what ensures treatment and support 
responses are “proactive and ethical”.  
Effective frameworks of care around people with disabilities are those which are person 
centred where the individual is surrounded by a circle of support (Mansell & Beadle-Brown, 
2012).  These authors stated clearly that “only when the circle of support knows the person 
well enough can they help make realistic goals and achieve progress” (2012, p 157). 
Collaborative communication as discussed is therefore essential to ensure effective 
outcomes of care.  
Mansell and Beadle Brown (2012) also stressed the importance of empathy in regard to 
understanding and responding effectively and in reference to collaborating with all relevant 
persons. Empathy is also about being able to understand the individual within their current 
context. They sum this up by stating (2012, p 165) 
“Good observation and listening skills and a thorough assessment 
are all important. In order to understand the perspective of 
individuals, it is necessary to assess the functions of behaviour, level 
of comprehension and understanding and the sensory issues 
experienced by then. It is important to get to know them and to share 
this knowledge widely with those involved in their lives so that 
everyone understands what interests or bores them, what may upset 
or frighten them, what they find comfortable, uncomfortable and so 
on”. 
 
 
 
 198 
Recommendations 
Positive contributions from this cohort provide insights into the importance of collaborative 
relationships with carers of people with ID. The analysis confirmed the high regard carers 
had for those nurses who demonstrated care, concern and interest for the experience 
carers bought to the relationship. Carers were able to recognise how much that benefitted 
the person’s inpatient experience. The results of this part of study demonstrate that carers 
can and do play an active role in supporting the work of the nurse also. Fundamental 
recommendations from the carers therefore are that effective two way knowledge sharing 
is critical (and where possible this should be three way including the person with ID). 
Particularly in times where the person is very unwell it is also often the carer that provides 
the pre-morbid description. They have the awareness of psychiatric or behavioural 
indicators.  By enhancing this, a better understanding and the right responses, which are 
individualised and flexible, enhance patient care.  
While carers mentioned frameworks of care there were no specific recommendations 
outside of the Maori model described. It might be that it is not necessarily this cohort that 
describes the model however their experiences and perceptions certainly go some way 
towards informing a model of care when considered in light of other findings.  The findings 
from this cohort ensure the wellbeing of all parties to the care relationship is considered. 
As stated there were numerous benefits highlighted alongside some areas identified for 
improvement, in regard to patient care but when considered in light of the findings from the 
other two cohorts, effective and respectful collaboration ensures benefits for all parties.  
Limitations 
Similar limitations are evident in the findings from this cohort as described in the previous 
two findings chapters, particularly in relation to generalisability. A further consideration with 
this group is around the diversity of carer roles in this cohort; does the parent have a 
completely different interpretation of the phenomena that the nurse working in the 
community or the support worker has? They probably do but is this any different to two 
nurses in an inpatient setting or two people with ID?  I remained very cognisant of this 
throughout data collection and analysis. Whether this diversity is a limitation or in fact an 
advantage can only be left to the reader but suffice to say each participant had the same 
focus in mind during data collection and that was around their experience of caring for a 
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person with intellectual disability.  Having only one parent participate is a potential 
limitation as has been previously discussed.   
Chapter Summary 
The aim of this chapter was to reveal the findings from the carer cohort who supported 
individuals with ID at a time they had been admitted to hospital for mental health care. The 
positive perceptions of the relationships between themselves, the people they care for and 
the nurses in the inpatient setting have been highlighted.   The importance of the nurse’s 
role has been identified. Carers recognised the need for collaboration to address the 
complex interplay of behaviour and holistic health care needs of those individuals in care. 
Nurses and carer relationships were seen as pivotal and it goes without saying that it is the 
carers who most often play a central role in ensuring mental health issues are firstly 
recognised and then effectively responded to. 
Overall this particular dataset as a comparatively under explored area within both dual 
disability and mental health care (that of the experiences of carers) contributes a further 
important aspect of the mental health care relationship for people with intellectual 
disability. As such it highlights several areas for further consideration and service 
development. These findings and those of the other two cohorts and the collective set of 
recommendations are discussed in the following chapter which begins with a summary of 
the dream phase of AI before describing the model of care that has arisen from the 
recommendations and explored more fully via a subset collaborative of participants. How 
this occurred will be more fully explained.  
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CHAPTER EIGHT COLLABORATIVE DESIGN 
“I wondered about the explorers who'd sailed their ships to the end of the world. How terrified 
they must have been when they risked falling over the edge; how amazed to discover, 
instead, places they had seen only in their dreams.” 
Jodi Picoult 
 
Introduction 
At this point in the AI process we move to the next two phases of the 4 – D cycle. 
Referring back to Figure 3.1 (chapter three) it is now time for Dream and Design. This 
chapter therefore commences with a discussion around the amalgamation of the Dreams 
espoused by participants. The dreams were analysed and themes are summarised and 
discussed.  The Design phase describes how a collaborative was formed and the work 
they did towards informing and guiding the design of a model of care. It is at that point in 
this thesis where the framework is developed based on the multiple interrelated and 
integrated factors unearthed in this study. The framework arises from reflections, 
conceptions and constructions from the various participants to the care relationships. This 
chapter concludes with a description of the framework and its components.  
Dream phase 
The second data collection process in the AI cycle is the dream phase where participants 
are asked to imagine then describe their vision of processes that would work well in the 
future (Cooperrider & Srivastva, 1987; Cooperrider & Whitney, 1999). The dream phase 
encourages participants to construct the future with provocative propositions envisioning 
new possibilities.  
Each interview or focus group concluded with all participants being invited to imagine what 
could or would be the best service possible, the best way to care for adults with ID and 
mental health issues. They were invited to conceive and espouse inspiring dream 
statements. These dreams were constructed in reflection of the positive conversations 
each participant had been having as the intent of this stage is to gather a results-oriented 
vision in relation to how they viewed the system (Cooperrider & Whitney, 1999; 
Cooperrider, et al., 2003). Participants described their dreams in any way they wished, 
some told stories in an analytical way, others were more direct and interpretive.  The terms 
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‘dreams’ or ‘wishes’ were used interchangeably according to the intellectual 
comprehension of each participant.  
Data from these dreams were then analysed using inductive content analysis via open 
coding to identify commonalities. All transcripts of data following the dreams question were 
separated out and analysed using colour coding and notation to explore those common 
ideas that arose. A degree of enumeration also occurred at this stage of the analysis as I 
sought possible commonalities.  Three distinct areas arose from this visioning: these were 
around 1) Best service strategies, 2) Knowledge and understanding and 3) A supportive 
valuing environment (summarised in Table 8.1 later in this chapter). The dreams are 
addressed here having been collated and present factual suggestions for service provision 
moving forward.  
Service provision strategies 
The practicality of service provision was a very common concept. Participants realised the 
benefits of having a service that was fit for purpose in supporting the needs of those within. 
In discussing this they referred not only to individuals with intellectual disability but also to 
considerations of those without. The specialist/generalist care environment, well debated 
in the literature and mentioned earlier, came up often in these conversations, with 
participants also polarised into what was best. The impacts on both people with intellectual 
disability and those in the unit without were important to consider. The general consensus 
however was that wherever this care happened, it needed to be “the right place with the 
right support ensuring the right levels of communication between services”.  
Managing risk emerged often in their expressions around the importance in keeping 
vulnerable people safe when on the unit. Within these discussions several participants 
suggested it might be useful to be able to separate the unit or sections of, to provide 
distinct specialised care areas for those more vulnerable. “Avoid placing the system under 
stress” was referred to in regard to the impact of mixed groups of people in the unit.  
Under this theme also was how people are accepted and admitted to the unit and all three 
cohorts mentioned this in regard to making this clear, knowing where the person was to be 
admitted and again that it was to the right place. One participant sums this up well in 
imagining a “three pronged trajectory – right person, right pathway and right supports in a 
service that minimises the number of people admitted…so the care could be focussed”. 
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Alongside this were a number of aspirations around the value of having carers around at 
least for the first few days to help inpatient staff understand the needs and communicate 
with individuals. Conversely on discharge it was suggested that inpatient staff also visit the 
community places to provide some practical support around care strategies they had put in 
place.  
Several participants mentioned adequate funding as a desire in regard to ensuring the 
complex needs related to having people with intellectual disability within the service was 
noted. This was discussed mostly in regard to staff resourcing and the extra time it takes 
to care.  
The physical environment of an inpatient unit was another focus and interestingly in this 
theme this was the area participants with intellectual disability talked about mostly. They 
wanted units that were “not boring”, where they had things to do during the long days; this 
aligns clearly with a key theme from their interviews and is easily understood as an 
aspiration. Other participants spoke of having units that were attractive and less clinical 
and environments that at least helped patients feel respected and valued. Participants with 
intellectual disability also wanted to be able to leave the unit and found the locked 
environment challenging. This was an ardent wish for that particular cohort.  
Knowledge and understanding 
This theme was privileged mostly by carers and nurses and it was focussed on the 
importance of inpatient staff having the skills and knowledge to provide safe effective care. 
It was clearly stated that having knowledge and skills was important to confidence in 
caring. Carers spoke often and positively about those nurses who were skilled describing 
them as “confident and interested”.  There was a great deal of discussion around the 
absence of knowledge and understanding in new graduates of nursing programmes with a 
fervent wish that nurses were adequately prepared to cope with diverse situations. 
Reference was made to both undergraduate and post graduate study in the preparation of 
nurses to work in mental health and especially with unique populations. Having specifically 
trained “nurses from the United Kingdom who knew about intellectual disability” was 
favoured. However others felt that those with specialist training [I prefer the term education 
but training was most often used] meant that they struggled with the more generic 
knowledge that New Zealand comprehensive nurses had. The resultant wish from this type 
of discussion for most participants was the desire to have a “good mixture of expertise” in 
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the unit. However it was also felt that nurses in any mental health setting where people 
with intellectual disability are   admitted would benefit from some mandatory education 
around understanding mental health issues in this group. Training and education was also 
desired for community services. The statement “threw the baby out with the bathwater” 
was in reference to developing community care services without appropriate professionals 
in them. It was felt that if carers were skilled then there would be less pressure on inpatient 
services. The absence of clear models of care was also mentioned with a desire to have 
staff knowing how to care effectively and appropriately.  
A supportive valuing environment 
All three cohorts had several dreams and aspirations in regard to this theme. There was a 
great deal of wishing for a service with managers and leaders that recognised the impact 
of having persons with intellectual disability in the unit. The dream was a unit that ensured 
extra resource was available. Managers who recognised the extra time and consideration 
nurses put into caring for individuals with intellectual disability were valued. The 
aforementioned desire around having expert nurses in the unit was interesting in regard to 
the wishes of those nurses who at times felt they were at risk of being put upon. “Sharing 
the workload” was mentioned particularly in regard to the impact on nurses who did have 
the confidence and expertise to care. These nurses talked about always being given those 
particular patients and felt this was not always fair. They referred back to the importance of 
all staff having mandatory education. However their dream was also that they would be 
seen as a valuable ‘resource’ for others.  
A valued environment was also about staff attitudes in caring for the patients and 
responding to the carers. Terms such as “nice”, “calming” “reassuring” were used in this 
sense. A “sense of humour” was seen as desirable. “Respect” was also important for the 
carers to feel valued. 
Inclusiveness [my term] was mentioned by several people with intellectual disability and 
carers where they desired staff abilities to trust the patient to speak for themselves.  
So the dreams and aspirations are evident and align well with the positive experiences of 
participants from the three cohorts. These dreams in reflection of the findings in previous 
chapters go some way towards answering the research questions in that we now have a 
vision of the positive aspects of nursing and mental health inpatient care for people with 
intellectual disability.  
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Table 8.1: Dreams summary table 
Service Provision Strategies 
“right place, right support, right communication 
between services” 
Knowledge and Skills Requisites 
“…you might not even get exposed to people 
with ID”  
Supportive and Valuing Approaches 
“…a cultural environment which celebrates 
successes and is supportive on all level” 
Where:  
Sort out the Separate/specialist dichotomy  
  
Simple generalised trajectory :  
A single point of entry which recognises need and to a 
service that has capacity 
  
Smooth transitions:  
Relationships between services – staff from 
community supporting inpatient care – perhaps for 
the first few days.  
Inpatient staff out supporting community services on 
discharge 
  
Funding:  
Focussed on actual complexities of care 
  
Physical environ:  
Meaningful activity in inpatient settings focussed on 
skill levels of clients with ID 
Less hospitalised milieu - Attractive inpatient 
environments that demonstrate the importance and 
value of clients 
 
Freedom:  
An environment that is not locked so clients can go for 
walks  
Education/training:  
Nursing staff who have had some education 
around intellectual disability and co-
morbidities  at undergraduate level 
 
Specialist topic at post graduate level 
Not just nurses educated, support staff and 
general practitioners as well 
  
Mandatory training for all staff working in 
inpatient settings 
  
Best care strategies:  
All staff that are educated will demonstrate 
increased confidence in  
• - Communication 
• - Behavioural understandings 
• - Intuitive practice  
• - Effective and relevant assessment tools 
- Relevant models of  care– e.g. Maori models 
of health 
 
Awareness of role:  
Leaders and Managers who have an 
awareness of complexities for staff and the 
impact of this on staff workload 
Respect for work 
Sharing the workload 
Expert support for less knowledgeable staff 
 
Desired staff: 
Staff response – nice, calming, reassuring, 
sense of humour, look after the clients 
Caring staff 
 
Inclusiveness:  
Clients more involved in their care 
 
Respect : 
Towards support staff 
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Collective Vision 
The next phase in the ‘4 – D cycle’ is Design where Discovery and Dreams are put to use. 
This phase is about putting together the social architecture of the field in order to 
accomplish the dreams (Bushe, 2000; Cooperrider & Srivastva, 1987; Cooperrider & 
Whitney, 1999; Cooperrider, et al., 2003; Stevenson, 2014). This is now time to do more 
than visualise; it is the time to set the scene for achievement, to climb the ladder so to 
speak.  
As mentioned earlier it was at this point that data collection moved to a collaborative or 
collective vision. Using multiple voices at this stage was also important in regard to my 
philosophy around social constructionism, that is, to design the best service possible it was 
important that those utilising the service are those who construct it.  The opportunity to do 
this collaboratively is even more advantageous. A subset of participants (n=4) (as 
described in the data collection section of chapter four) was bought together. This subset 
consisted of  two persons with intellectual disability who also had a diagnosis of mental 
illness (they lived in community residential care when they were not in hospital), a carer 
from a community residential service, and a nurse from a mental health inpatient service. 
All four participants had taken part in interviews or focus groups. Also present was an 
assistant to take notes.  
Prior to this collaborative meeting data from all interviews had been analysed and 
summarised onto visible tables on A3 paper. These were presented in large coloured font 
with a copy for each participant and copies placed on a whiteboard at the front of the room 
(see Figure 8.1).  Group warmups and introductions occurred over afternoon tea which 
was supplied.  
Once group processes began we clarified firstly what the task was to be, to learn about the 
collective data from the interviews and then in reflection of this to discuss how this might 
inform the way forward in designing the ‘best of what could be’; to construct an anticipated 
reality with each other and in cognisance of what was now known. As we worked through 
the findings these were read aloud and clarified as necessary  to aid understanding by the 
participants with intellectual disability. They asked questions often and participated well 
with plenty of comment as the various points raised memories and ideas for them. Both 
participants with intellectual disability had basic reading skills. The group were very 
supportive of each other during this phase, the nurse and carer showed great patience in 
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allowing time for the people with intellectual disability to gather and express their thoughts. 
At times they helped with constructing those thoughts. Both the nurse and the carer sat 
close to a person with an intellectual disability and read the handouts with them, pausing 
to explain where necessary.  
The focus of this meeting was to build a common image (the social architecture), based on 
the positive stories that had gone before, aligned to the hopes and visions; a vision of a 
better world with a powerful purpose and strategic intent (Cooperrider & Whitney, 1999; 
Cooperrider, et al., 2003). The key question was “what would the mental health inpatient 
nursing care of people with intellectual disability look like if it were designed in every way 
possible to maximise care?”  Anything is possible at this stage and no limitations were 
placed in regard to thoughts and sharing of ideas. Participants were invited to talk about 
various and unlimited components such as care, risk, health, leadership, strategy, culture, 
values, management practices, ethics and responsibility, competencies, stakeholder 
relationships, structures and systems, financial considerations. The discussions were 
audiotaped with plans and ideas brainstormed onto the white board (see Figures 8.1 and 
8.2 below which provide a broad visual of the work undertaken that day).  
The group simply and thoughtfully envisioned a service that reflected the findings from 
three cohorts. While there was no new news at this point, what was interesting was 
nothing was disputed either in that while the discussions were at times quite diverse, they 
seldom contradicted each other. The group were in agreement with the themes that had 
been revealed and were keen to talk about how important these were and how these could 
be used to inform future practice. Suggestions were made which reflected what had been 
revealed in the earlier data. Reflection and analysis of the data from this collaborative 
meeting revealed a need for an integrated multidimensional framework to guide nursing 
care.  
During this collaborative activity many strategies were suggested and are summarised in 
Table 8.2. These strategies are also included in the articles and chapters (as these 
findings have been prepared for publication the strategies were added at that point in 
retrospect of the collaborative meeting). Presenting these findings therefore will not be 
repeated in full at this point. 
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Figures 8.1 & 8.2: Visual examples of Brainstorm activities by the Collaborative 
group  
 
 
 
 
 
 
 
 
 
 
 
  
 208 
Table 8.2: Themes and recommended strategies 
Cohort Themes Strategies 
People with ID and MH issues Meaningful activity 
Emotion focussed care 
Feeling safe 
Constructive 
responding 
Focussed interaction 
Positive approaches 
Carers The role of the nurse 
Talking matters 
Managing feelings 
Creative diverse 
nursing care strategies 
Respectful support 
Knowledge and 
communication 
strategies 
Nurses Contextualising 
behaviour 
Communication – core 
or specialised 
Confidence to care 
It takes time 
Focussed assessment 
Creative 
communication 
Adapting frameworks 
Preparing nurses for 
complex situations 
Dreams themes 
 
 
 
 
 
 
Service provision strategies 
Knowledge and understanding 
A supportive valuing environment 
 
It is from the strategies column above that the framework of care expands. This framework 
is as follows.  
Developing the Framework of Care 
The rationale for the model being presented here are those contextual themes and 
strategies previously discussed. The complete framework developed here – hereinafter 
referred to as the ‘Multidimensional Integrated Framework of Care’ will be introduced firstly 
in regard to each element and then as a complete framework. The framework is 
multidimensional as it includes all of those specific dimensions of caring for individuals with 
intellectual disability, yet it is integrated as it characterises those dimensions that must 
integrate with the fundamentals of mental health nursing care.   
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Element One: Embedded strategies 
Care as usual 
The first component of the model is related to a finding that is conspicuous almost by its 
absence in the data interestingly and that is the fundamentals of mental health nursing 
practice. What was not discussed yet is so overt in this field are those aspects of care that 
the nurses do well, that is, understanding and responding to the mental health needs of 
individuals. This was probably not revealed so much as it was seen as fundamental 
practice, perhaps even taken for granted. From that we might assume that this then is 
positive. I have elected to call this quality as ‘Care as Usual’ in recognition that nurses who 
work in mental health are considered to develop the knowledge and skills required for 
effective nursing care (see Figure 8.3a). Care as usual was evidently seen to occur quite 
naturally and it was how nurses managed the diversities and complexities they faced in 
caring as usual that were discussed.  
Figure 8.3a: Care as usual 
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The Community of Care 
The second category of care in Element One is around developing and maintaining 
effective and useful relationships, or perhaps better described as the ‘community of care’ 
(Figure 8.3b). The importance of a collaborative community of care when adults with 
intellectual disability were admitted for inpatient care was recognised. A person with 
intellectual disability hardly ever arrives to an inpatient setting alone and therefore this is 
the first opportunity for the nurse to gather useful information and to develop a rapport with 
the person who might know them best (Delaney, 2006; Dunworth Fitzgerald & Sweeney, 
2013; Harmon, Petrie, & Taua, 2013; Pridding, Watkins, & Happell, 2007; Rose, O'Brien, & 
Rose, 2007; Taua, Hepworth, & Neville, 2011). The collaborative community (Figure 8. 3 
b) commonly consists of the person, their carers (which may include family and other 
supportive personnel from the persons’ life) and the nurses (as well as other health care 
professionals HCP).  
All three cohorts stressed the importance of various persons in the collaborative 
relationship and the roles they played. The role of the ‘community of care’ cannot be 
understated for many of the reasons already mentioned and it is advocated that nurses 
ensure they work closely with not only the individual but also all of those relevant others. 
An important suggestion and one of the dreams (see Table 8.1) was around transition. It is 
recommended that during the first few days of inpatient admission arrangements are made 
(wherever possible) for carers to be present and equally on discharge for nurses to be 
available to guide carers around any new care and treatment approaches they had 
developed. Of course the notion of a ‘community of care’ aligns well with a great deal of 
the literature and frameworks for person centred planning or active support (nb: there are 
numerous other titles to these care methodologies) that are now abundant in this field 
(Mansell & Beadle-Brown, 2012; O'Brien & O'Brien, 2000). Whatever the support strategy 
is what is important is that it is individualised, inclusive and proactive.  
Relationship roles include how the family aids the person feel safe and happy while in 
hospital, the role of the carer in supporting the individual, and the relationships between 
people with intellectual disability, the carer and the nurse. Respect for each other is an 
important recommendation also.  
Interacting with families and/or carers were seen as  critical to develop and maintain in 
order to provide effective care (Dunworth Fitzgerald & Sweeney, 2013; Harmon, et al., 
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2013). Interestingly very often inpatient care happens without conversations with carers. 
Harmon et. al., (2013, ) refer to this as an issue where mental health clinicians attempt to 
obtain information only through observation and/or conversations with the patient and 
avoid obtaining data from carers (Coombs & Martin, 2002; Harmon, et al., 2013).  Carers 
particularly expressed confidence when there were effective relationships between them 
and the nurses. Recognition of needs and effective response to behavioural indicators is 
enhanced when nurses interact with carers in order to understand what is happening (Deb, 
Matthews, Holt, & Bouras, 2001; Holt, Costello, & Oliver, 2000). Deb et. al., (2001, p. 10) 
refer to determining baseline data in regard to interacting with carers in the following 
“It is therefore important to establish a ‘baseline’ of what the subject 
was like, and look for any change from this. For example, a patient 
may have a longstanding history of difficulty getting to sleep. 
However, carers have noticed in recent months that she has also 
been waking more early than usual, which is a change from baseline, 
and could be a symptom of a psychiatric illness …” 
Conventional therapeutic relationships involve the person and the healthcare professional 
however when there are complexities such as intellectual difficulties, cognitive 
inconsistencies or communication complications ensuring all parties to the care 
relationship are included becomes even more critical. The desire for more information and 
more involvement in daily care by people with intellectual disability is well highlighted in the 
literature (Cleaver, Ouellette-Kuntz, & Sakar, 2010; Krch-Cole, Lynch, & Ailey, 2012; 
Lennox, et al., 2005; Longo & Scior, 2004; Parkes, Samuels, Hassiotis, Lynggaard, & Hall, 
2007; Scior & Longo, 2005; Williams & Mfoafo M'Carthy, 2006). Findings in this study with 
the cohort of people with intellectual disability revealed also the benefits of nurses who talk 
to patients, that this is what helped build those relationships. They appreciated those 
nurses that took the time to do this. 
The nurses in this study also talked about how important relationships were, not only with 
the patient but also others such as carers and other health professionals. Effective 
therapeutic and collegial relationships are encouraged to ensure supportive information 
sharing and role modelling. This was also mentioned in regard to seeking help from other 
experienced staff or sharing knowledge with less experienced staff as well as seeking 
expertise outside of the immediate ward environment, help from intellectual disability 
experts.  
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Figure 8.3b: The community of Care 
 
 
 
 
 
 
 
 
 
Element Two Purposeful strategies 
Considerations for the framework now are those strategies revealed in Table 8.2., 
(reimaged below as Figure 8. 3c) as recommended multidimensional approaches or 
‘purposeful strategies’. There are many commonalities evident which isn’t surprising given 
the common environment from which they have emanated. The ten strategies have been 
further summarised here (as they have already been widely discussed throughout this 
thesis in the findings chapters 5 - 7) to three key categories guiding mental health nursing 
practice in caring for people with intellectual disabilities; 1) creative communication, 2) care 
relationships and 3) innovative complex care approaches. These strategies are developed 
to progress that which was recognised as working well for the participants. A further 
strategy in figure 8.3a and not mentioned above is around the educational preparation for 
nurses to work with people with intellectual disability (listed as ‘Nurses preparation for 
complex situations’). This will be discussed subsequently as it was also a strong 
recommendation arising from the themes and is one of the underpinning aspects of 
service delivery in the model (arising from the dream phase).  
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Figure 8.3c: Purposeful Strategies 
 
 
 
 
 
 
 
 
 
 
 
Creative communication  
Communication strategies are the first category of recommended care in Element One. 
Communication was mentioned by all three cohorts in regard to ‘focussed interaction’, 
‘knowledge and communication’, and ‘creative communication’.  
Focussed Interaction was an approach arising from data from people with intellectual 
disability. It requires the nurse to think creatively in managing the varied ways and levels of 
communication with this cohort, often requiring collaboration and assistance from others 
who have those communication skills (Mansell & Beadle-Brown, 2012). Learning about 
and utilising assistive communication techniques and technologies is recommended where 
required. Talking therapies as  contemporary mental health care therapy is also 
recommended in this field; however this may require a degree of adaptation and creativity 
as well (Devine & Taggart, 2008; Harmon, et al., 2013; Stenfert Kroese, Rose, Heer, & 
O'Brien, 2013; Stenfert Kroese & Rose, 2011). Harmon et. al., (2013, p 223) refer to a 
reluctance often to utilise psychotherapeutic approaches with this cohort due to often 
unfounded beliefs that intellectual deficit and limited communication “render them 
1) Creative communication 
 
2) Care relationships 
 
3) Innovative complex care approaches 
 
Constructional responding 
Focussed interaction 
Positive approaches 
 
Focussed assessment 
Creative communication 
Adapting frameworks 
Nurses preparation for 
complex situations 
 
Creative diverse nursing 
Respectful support 
Knowledge and 
communication strategies 
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ineligible”. However evidence suggests otherwise and a range of ‘talk therapies’ for 
example psychodynamic, cognitive and behavioural therapies are possible and indeed 
recommended. They just need to be modified (perhaps creatively) to meet the capabilities 
of each individual as possible. 
Knowledge and communication emanated from the carer cohort who was explicit in 
commending the importance of effective two way communication. They described the 
advantages of open and effective interaction between carers and inpatient staff where 
knowledge of the person within their particular context was shared and care was 
enhanced. Reference to managing linguistic limitations was seen as an issue the carers 
could assist with (Nehama, et al., 2006).  Carers were very positive and appreciative of 
nurses who took the time to listen to their expertise and the knowledge they had to share 
(Dalton & Sweeney, 2011).  
A useful and highly recommended resource in regard to managing communication with 
people with intellectual disability to be considered is the ‘Five good communication 
standards’. This document outlines the reasonable adjustments individuals with learning 
disabilities should be able to expect in inpatient settings is available from the Royal 
College of Speech and Language Therapists (2013) (previously discussed in Chapter 
Five). The five good standards quoted by the Royal College (2013, p 4) are summarised 
as 
Standard 1:  
There is a detailed description of how best to communicate with 
individuals. 
Standard 2:  
Services demonstrate how they support individuals with communication 
needs to be involved with decisions about their care and their services. 
Standard 3:  
Staff value and use competently the best approaches to communication 
with each individual they support. 
Standard 4:  
Services create opportunities, relationships and environments that make 
individuals want to communicate. 
Standard 5:  
Individuals are supported to understand and express their needs in 
relation to their health and wellbeing. 
Creative communication was a strategy that arose from the nurses’ analysis also. It is well 
known that the essence of nursing practice in mental health is around therapeutic 
communication (alongside observation and assessment and other expert nursing skills).  
Nonetheless, the nurses in this study were able to describe those strategies that worked 
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well for them. The strategies are similar to those mentioned above around managing 
augmentative communication devices and tools, liaising with experts (carers and other 
health care professionals) and being creative in ways to communicate. Patience and time 
are also very important here.  
Innovative complex care approaches  
Innovative complex care approaches refers to various aspects of delivering person 
focussed care within the context of complex situations. Innovation (at times described as 
creativity) was focussed on several dimensions of care including understanding and 
responding to behaviour ‘Positive approaches’, ‘adapting frameworks’ and as mentioned 
previously various ways of communicating.  
The notion of ‘care’ was described by several participants with acknowledgement that 
there were multiple areas to consider. Being creative and adaptable come up very often in 
recognition of the individualised care requirements given the diverse impacts of the 
intellectual disability on each individual. What is recommended and what was appreciated 
was those nurses who were interested, who took the time and who were flexible in their 
practice.  
Caution was expressed in the dialogue around diagnostic overshadowing with an overt 
recommendation that nurses have the skills to scrutinise the behaviours that might be 
typical to that individual and those behaviours that might be atypical, that is, indicative of 
psychiatric symptomatology (Ailey, 2003; Chaplin, 2004; Higgins, 2004; Reiss, Levitan, & 
Szyszko, 1982; Taua & Farrow, 2009).  
Several participants discussed the absence of a framework of care with many suggesting 
frameworks that they utilised or that they thought guided the nurses’ work. It is the task in 
this chapter where I am developing a possible framework that might guide the nurses work 
however the bottom line of this is the notion of ‘care as usual’ (discussed a little later) 
where fundamental mental health nursing skills and knowledge remains a critical 
component of nursing care even with this cohort. There are several frameworks or models 
of care for nursing practice and therefore the recommendation is that a nurse utilises that 
which works for her/him but that this is adaptable or able to be abridged to consider the 
complex needs of the cohort under study.  
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Creativity, innovation or adaptability also related to managing risky behaviours and this 
also requires cautious yet creative behaviour management. As stated earlier there are 
numerous applied behaviour analysis and management resources available (see Cooper 
et al, 2007 for example) that nurses supporting people with intellectual disability can 
access. At this point also it is the multidisciplinary team that becomes critical in developing 
effective psychotherapeutic understanding and  response (Gentile & Gillig, 2012). Further 
recommendations are around the use of sensory modulation techniques as various 
strategies and programmes that reduce the frequency and duration of seclusion and 
restraint use in acute mental health and addiction settings, while maintaining a safe 
environment (Te Pou, 2014).  
Another area where nurses’ creativity, innovation or adaptability was recommended was 
highlighted around the notion of boredom that arose from the participants with intellectual 
disability. Constructional responding was the suggested strategy where the environment 
was set up to provide an interesting positive and constructive activities that were as 
individualised as was possible  (Beadle-Brown & Mills, 2010; Krch-Cole, et al., 2012; 
Mansell & Beadle-Brown, 2012).   
Element Three:  The Five ‘C’s nursing attributes 
The final element of the model is the desired outcomes and qualities of the nurse utilising 
embedded and purposeful strategies; the five nursing care attributes referred to as the five 
‘C’s’ (Figure 8. 3 d). The overarching findings from this study revealed an appreciation of 
nurses who were capable mental health practitioners with sound fundamental mental 
health knowledge, who understood the value in collaboration, and were able to apply 
advanced strategies in a purposeful way. 
The five ‘C’s’ relate to the Confident nurse who Collaborates, is Creative, has a variety of 
Communication skills and is able to provide individual care that is cognisant of each 
person’s Context. Having knowledge and experience of those purposeful strategies 
suggested in this study alongside the sound mental health knowledge and experience may 
aid the nurses’ confidence in providing contextual focussed care in the many complex 
situations that may arise. Also aiding this confidence is knowledge and awareness of the 
variety of communication strategies suggested. Creativity is critical also in such diverse 
situations especially when considering adult mental health nursing with individuals who 
may have very different developmental needs. This creativity also relates to 
communication, how nurses learn and respond to the particular idiosyncrasies of 
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individuals; creative in how they adapt their mental health frameworks of care and 
assessment and creative in finding meaningful activities. Collaboration is also essential in 
guiding the nurse and information sharing. 
 
Figure 8.3d: Five ‘C’s Nursing attributes 
 
 
 
 
 
 
 
 
 
 
 
 
The multidimensional integrated framework of care 
The four elements to the framework (8. a, b, c, d) have now been recognised and together 
they present the ‘Multidimensional Integrated Framework of Care’ (Figure 8.4).  This 
framework has been stylised as a flow chart which may oscillate back and forth depending 
on the needs of the client and the experience of the nurse. However essentially it 
recognises the fundamental capability of all nurses working in mental health who, when 
the skills and knowledge within the purposeful strategies are gained and utilised as 
necessary, emerges as an expert in caring for the person with intellectual disability and 
mental health issues and able to respond confidently to all the challenges and complexities 
they may bring.  
 
 218 
Dreams as underpinning considerations to the model 
The final element in the model is the dreams (mentioned previously and in Table 8.1) 
‘service provision strategies’, ‘knowledge and understanding’ and a ‘supportive valuing 
environment’.  These have been imaged as underpinning visions but not necessarily 
already embedded. The strategies and qualities that arose out of the data collection and 
analysis were clearly evident whether in the presence or absence of those dreams and 
therefore as underpinning ideas these are here to guide a best service delivery and may 
be used as service recommendations for advancing care.    
Nurses preparations for complex situations 
An outlier to these common discussions is the recommendations from the nursing cohort 
(see Chapter six) regarding nursing education preparing nurses for working in the field. 
While I state this as an outlier there was however suggestions from the carer group also in 
regard to education around the particular needs of this group. As well several authors have 
identified the need for advancing nursing education regarding the needs of this cohort. 
(Chaplin, 2004; Costello, et al., 2007; Rose, et al., 2007; Taua & Farrow, 2009; Taua, et 
al., 2011).  Whether this should be in undergraduate or as graduate/ postgraduate 
erudition is probably not within the realms of debate in this thesis suffice to state that given 
the depth and number of times this was mentioned in data collection it deserves 
consideration. The evidence highlights the benefits of education in this field in regard to 
extending confidence to care for people with complex needs.  
Recommendations arising from these findings therefore are around education focussing 
on  
1. Fundamental understandings of intellectual disability 
2. How mental illness might manifest in an individual with 
intellectual disability 
3. Behavioural phenotypes with some consideration around 
genetics  
4. Specific strategies for supporting a person with complex needs  
5. Behaviour analysis and management 
Chapter summary 
The outcome of this stage was two fold in recognising the visions and the materialisation 
of common ground between the participant sub-groups as representative of the three 
cohorts. This common ground created an important collective awareness that was 
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envisioned by more than just me the researcher. From this point those dreams and 
reflective awareness around best practice strategies introduced the possibilities. These 
possibilities have been appreciated and constructed into a proposed model of care – The 
Multidimensional Integrated Framework of Care. The framework has been described with 
suggestions around recommended and desired nursing strategies. The next chapter which 
concludes this thesis presents considerations for these findings to be manifested into 
reality.
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Figure 8.4: The Framework of Care 
TAUAS’ MULTIDIMENSIONAL INTEGRATED FRAMEWORK OF CARE 
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CHAPTER NINE CONCLUSIONS AND RECOMMENDATIONS 
"To be hopeful in bad times is not just foolishly romantic. It is based on the fact that human 
history is a history not only of cruelty, but also of compassion, sacrifice, courage, kindness. 
What we choose to emphasize in this complex history will determine our lives. If we see only 
the worst, it destroys our capacity to do something, If we remember those times and places -
- and there are so many -- where people have behaved magnificently, this gives us the 
energy to act, and at least the possibility of sending this spinning top of a world in a different 
direction. And if we do act, in however a small way, we don't have to wait for some grand 
utopian future. The future is an infinite succession of presents, and to live now as we think 
human beings should live, in defiance of all that is bad around us, is itself a marvelous 
victory." 
Howard Zinn 
  
Introduction 
This study was designed to explore the mental health inpatient nursing care of adults with 
intellectual disability. It is at this point that the journey concludes with awareness of the 
aspects of nursing care that are appreciated and have worked for the participants in this 
study. From these findings a framework has been developed to inform future care.  This 
final chapter is organised to re-contemplate the study and envision future possibilities. The 
chapter begins by first summarising the topic, methodology and findings.  The 
underpinning principles of AI in relation to its role in guiding and enacting this research is 
revisited concluding with a consideration of  limitations, implications and recommendations 
for further praxis, service delivery and research. 
Aims and methodology revisited 
The purpose of this study was to gain an appreciation of those aspects of the mental 
health inpatient nursing care of people with intellectual disability that worked for 
participants. Three cohorts of participants reflected on their experiences of inpatient care 
from personal experience. In doing so, evidence was gathered, analysed, and constructed 
to inform the development of the framework of care informing future practice.  
A review of the literature in regard to the nursing care in this field revealed a significant 
amount of theoretical and anecdotal knowledge but a paucity of empirical research.  What 
was also discovered was advocacy for more qualitative research methodologies to identify 
the views and experiences of various persons involved in care relationships for people with 
intellectual disability and mental health issues? The focus therefore becomes an enquiry 
into the experiences of three groups of persons involved in that care relationship, the 
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patients, the carers and nurses.   What was also realised was that a great deal of disability 
or health related research is problem focussed looking for solutions. A problem focussed 
approach does not always take into account those aspects of the care milieu that work 
well.  
My personal ontological and epistemological worldview alongside the available literature 
revealed many contemporary care approaches that are working well and consequently it 
was acknowledged that it is those approaches which could be valuable in guiding future 
care.  Therefore an AI approach was undertaken to invite participants to reflect upon and 
construct meaning about their experiences, particularly those experiences that worked well 
for them. Participants included nine people with intellectual disability who have 
experienced inpatient care for mental health issues, nine carers of people with intellectual 
disability who had been admitted to hospital for mental health care and thirteen nurses 
who had provided inpatient mental health care for adults with intellectual disability. 
Data collection and findings revisited in a philosophical way 
Data collection and findings have been well described in preceding chapters and therefore 
will not be restated here.  In this section I will instead deliberate the data collection and 
findings in the context of the five principles of AI.  These were introduced in Chapter Three 
and are:  a) the constructionist principle; b) the positive principle; c) the principle of 
simultaneity; d) the poetic principle; and, e) the anticipatory principle.  
The Constructionist Principle on reflection 
This first principle suggests that the direction in which one focuses the inquiry is what then 
becomes the reality, creating what one can imagine (Sanchez, Moscov, Nyland, & Smith, 
2003). As I ponder this I recall Seel (2008) suggesting that this is a socially constructive 
positive event in that it is not just about describing one’s experience it actually creates that 
world for the individual in essence. Participants were able to construct images of their 
experiences that were positive and created a ‘feel good’ experience. Utilising the AI 
framework in asking for positive experiences facilitated participant’s ability to identify key 
aspects and ecological experiences, and to engage in dialogue in such a way that 
revealed those important aspects of care that were peak experiences for them. The ten 
themes and resultant strategies are reflective of this experience. Social constructionism is 
about how people determine their reality within a social setting. The success of the 
collaborative meeting resulted in participants engaging together to construct the framework 
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of care. This enabled reflection and engagement for participants to connect their past 
experiences and envision the present and the future.  
The Positive Principle on reflection 
In recalling this principle I was aware that this is central to an AI methodology. This is in 
recognition of the notion that by adopting positive inquiry and language it encourages and 
supports an individual to express the best of their experiences (Seel, 2008). The AI 
process requires that data collection is focussed around an affirmative topic. In this study 
that was the exploration of those positive experiences already well explained. The positive 
reflections not only influenced further explorations towards more positive discoveries, but 
by retaining a positive inquiry in the semi structured questioning I was able to also explore 
any negative perspectives. In doing this these negative perspectives were not discarded or 
ignored but were useful in such a way as to uncover other perhaps unknown positive 
experiences or perspectives. To explain further, if and when a participant was describing a 
negative construction, positive inquiry was able to utilise this to guide the participant to 
explore other preferred ways of responding to the situation. The positive principle also 
played out well in the collaborative meeting where participants were able to give and 
receive support from one another while maintaining a positive perspective. They were able 
to a) focus on the potential for good practice b) increase positive feelings of teamwork in 
planning the future and c) reframe discussions into a positive construction to guide the 
future.  
The Simultaneity Principle on reflection 
It is this principal that challenges much of the traditional change management events that 
occur. Seel (2008) insists that too often organisations utilise outsiders to seek out 
problems rather than inquiring into this via insiders; those that have lived the experience.  
This principle recommends that inquiry and change should happen together, change starts 
as soon as the inquiry begins, as “the seeds of change are embedded in the first questions 
we ask” (Sanchez et. al. 2003, p. 29).   As explained in Chapter Three given the broad 
areas from which participants came there was no opportunity to bring them together in the 
first phase of the study and therefore attestation to any simultaneous change during phase 
one data collection cannot be presumed. However, in phase two the ‘dreams’ phase, the 
positive visions were clearly reflective of the discussions that had occurred. Participants 
appeared eager to construct future images for best care and were able to accomplish this 
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with ease.  In phase three with the collaborative group there was a clear realisation of this 
principle. Participants were aided with the print outs of data analysis to reflect on their and 
others’ findings with a positive mindset. Suffice to say that once the inquiry began this 
flowed easily. 
The Poetic Principle on reflection 
The poetic principal in essence is that any topic is open for discussion and  study 
(Sanchez, et al., 2003). In AI, any organisation is an endless source of wisdom and 
interpretation. The function of the positive inquiry is to inspire the learning that eventuates 
as long as participants are open to discuss peak experiences. For the poetic principle to 
take hold in this study, how the interviews were structured from the outset was important in 
helping participants understand and envision peak experiences. Once they began to do 
this envisioning the conversation flowed and participants were able to adopt a positive way 
of thinking.  
The Anticipatory Principle on reflection 
As Sanchez et. al., (2003 p. 30) stated “organizations exist, in the final analysis, because 
people who govern and maintain them share some sort of shared discourse or projection 
about what the organization is, how it will function, and what it is likely to become”. In the 
anticipatory principal it is suggested that how we view the future impacts on how we 
currently behave (Seel 2008). The AI methodology facilitated participants to envision the 
best aspects of inpatient care. As a result of those findings a design for the future 
incorporating current best evidence was created. The positive images informing the 
framework guided the action not only in the present but in inspiring further learning, 
potential research topics and the development of the framework to be disseminated and 
implemented (Sanchez et. al., 2003, p. 30).  
Limitations 
An important limitation in this study is in regard to the relatively small number of 
participants. However as qualitative research this is somewhat acceptable given the depth 
and amount of data that arises. There is much debate around exact sample sizes needed 
for qualitative research but general agreement on a number of factors around saturation 
(Marshall, Cardon, Poddar, & Fontenot, 2013). In Chapter Four data saturation was 
discussed with general concurrence that a degree of saturation was occurring within the 
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separate cohorts. However even with a degree of saturation the wide spread of 
participants throughout Aotearoa New Zealand still potentially limits generalisability. 
Conversely, this should not be an issue as no claim is being made that the findings are 
representative of all inpatient settings or all persons within a setting. It is worthy to note 
that generalisability in qualitative research is not about the extent to which the findings can 
be applied to the broader population more about providing the opportunity for readers to 
identify with some of the content and relate it to their own situation (Morse, 1991). 
Access to participants with intellectual disability was limited by the gatekeepers as 
discussed in Chapter Four. Willingness and capacity were two important aspects in this 
regard. While there was no possibility to control for this completely given the actual or 
perceived risks assumed by the gatekeepers in deciding who should or should not take 
part, I remain confident that an adequate cross section of persons (albeit those with only 
mild to moderate ID), their health status and gender is representative to provide some 
depth of data.  
A methodological limitation in this study is in regard to AI in its purest form. This is where 
participants are bought together from phase one rather than in phase three as occurred 
here. This study with its National dataset was unable to do this and other strategies 
discussed in Chapter Four were put in place. Suffice to say the fundamental theory around 
positive appreciation was what drove this enquiry.  
A theoretical limitation in utilising AI is that one is seeking only the positive and therefore 
some may argue risks missing other viewpoints. However as previously discussed in the 
early stages of this study the intention was to recognise those aspects of care that work 
thereby informing a way forward that brings those positives with it.  It has also been 
explained that no limitations were placed on participants in regard to mentioning negative 
experiences; these were just followed up with further positive exploration. However this 
study is one that from the outset sought only the positive and no claim is being made that 
a different methodology might eventuate in a similar set of findings.  
Researcher positionality is important in all research (Herr & Anderson, 2015). The 
researcher as a nurse with experience in this field placed a potential limitation on the 
findings with regard to possible preconceived notions. Is the researcher an insider or 
outsider? To minimise this, constant and deep reflexive processes were undertaken 
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conscientiously throughout. Having been out of clinical practice for more than ten years 
also helped in seeking the enquiry and remaining inquisitive.  
Rich data are preferred in qualitative research (Braun & Clarke, 2013). During the course 
of this study consideration was given to the possibility of limited (otherwise called ‘thin’) 
data from those participants with intellectual disability who perhaps could not describe their 
experiences as fully as others. Thin data is referred to as data that only just brushes over 
the top of a topic whereas rich data are seen to be more thorough, more thoughtful. In 
undertaking analysis the notion of thin data was pondered in regard to the short sentences 
and statements evident mostly from this cohort. However the question was asked whether 
this was really thin data. In giving this data the same privilege as other data, as is right, the 
question was asked regarding whether the data served its purpose. “What is primarily 
important is that the data allows you to address your research question” (Braun & Clarke, 
2003, p. 34) and it did.  
Implications for praxis 
The need for effective evidenced based inpatient nursing care of people with intellectual 
disability is undisputed and indeed particularly important given the higher incidence of 
mental health issues in this population (Cooper, et al., 2007; Devapriam, Rosenbach, & 
Alexander, 2015; Hatton & Taylor, 2008). What was established during the early stages of 
this study was that there was limited research regarding the nursing care in this field. This 
study therefore explored the notion of inpatient mental health nursing care of people with 
intellectual disability as constructed by participants with various experiences within the 
field. From this a framework has been developed which may have wide ranging 
implications for future inpatient care.  
This study firstly highlighted and confirmed the expertise of many nurses working in mental 
health inpatient settings, an important aspect of the developed framework. Participants 
were able to identify the practical aspects of care that worked for them and from this 
further strategies to inform the future were derived. It is that expertise which, when 
augmented with the highlighted purposeful strategies, may result in benefits for future 
care.  Each chapter of findings provides more specific detail to the recommended content 
within each of the strategies and therefore these will not be repeated here. What is 
important now is that the framework and the purposeful strategies are disseminated in a 
manner that will reach those that are involved in this field, both in education and practice.  
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Implications for service provision 
The positive findings in this study have revealed also that consistent and well-defined 
service provision certainly goes some way towards providing appropriate care for people 
with intellectual disability. However several areas where this could be enhanced were 
revealed. One of these is in regard to the recommendations evident from participants 
‘dreams’; their envisioning of the future, discussed more fully in chapter eight. In a 
pragmatic sense service provision that focuses on providing an environment that responds 
in distinctive and creative ways to the often very diverse, atypical and complex needs of 
individuals with intellectual disability is what was appreciated. Chapter eight has expanded 
on this further. 
Recommendations for education 
This research may have wider implications for the educational preparation of nurses who 
might work in mental health.  As discussed previously, in Aotearoa New Zealand nurses 
no longer undergo specific education regarding care of people with intellectual disability 
and there is varying amounts of attention to this in undergraduate curricula. There is no 
doubt that students of nursing learn effective ways to communicate in a general way and in 
consideration of others who communicate differently (non-English speaking, hearing 
impaired for example) however communication is much more diverse particularly with 
people with intellectual disability and there are of course limitations to the amount of 
learning that can occur. Creativity is about recognising this and then responding in a 
resourceful way. At this point recommendations are to be re-emphasised to encourage the 
care of people with intellectual disability to be more overt in nursing education.  
Recommendations for further research 
This study explored the experiences of persons involved in the mental health nursing care 
of people with intellectual disability. Although this research has revealed several areas for 
taking practice forward there are still aspects of care that might benefit from additional 
research. Of note would be around the role of other health care professionals in this field. 
Either parallel or other types of studies could be undertaken to understand their care 
provision. Relationships between the nurses and other health care professionals could 
also be explored.  
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Similar studies could be undertaken, with particular regard to AI as a methodology in its 
pure form. Further research is recommended within singular fields of inquiry; that is within 
particular settings rather than across wider areas such as this research. With great caution 
and strong ethics an AI study could occur in any one setting where the cohorts combine so 
together from phase one they may identify the positives of their worlds. AI in that sense 
becomes even more so an action research methodology where the participants are active 
together. Generalisability has already been discussed and other research could be 
undertaken to prove the findings described in this study. It is not my intention to highlight 
any preference or recommendation to quantitative or qualitative methodology as both have 
merit depending upon the focus of enquiry suffice to say further qualitative research 
around this field is highly recommended to enhance care.  
The outcome of this study is to be disseminated to both practice and educational arenas.  
Dissemination will include a book describing the framework of care in order to expand 
what has been highlighted in this thesis and to give utmost depth to those purposeful 
strategies. Following dissemination and integration of the strategies various types of 
survey and evaluation could and should be undertaken. Whether this is framed up as a 
research methodology or just as standard evaluation is yet to be decided however there is 
a strong recommendation that further enquiry occurs to either validate the framework or 
enhance it for the future. A Plain Language summary has been written for those 
participants who require it (see Appendix V) and an Executive summary is also under 
development for others. 
Looking back at the journey 
This study has extended not only the knowledge base but also the literature for mental 
health nursing care of people with intellectual disability by describing those peak 
experiences of the three cohorts within the care relationship. Through the lens of an AI 
perspective, seeking positive reflections and constructions, participants have revealed 
critical aspects of care and the desired ecological conditions of the field to inform future 
care. The work that was undertaken not only by each participant but also by the 
collaborative in being able to identify and relate those aspects that informed the framework 
was inspiring. Utilising key aspects of an AI approach has validated what were the best 
experiences for participants and it is these that will carry the framework forward adding to 
the evidence base of best care and achieving equity of treatment outcomes for people with 
intellectual disability.   
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